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INTRODUCTION

What is Advocacy?

“Advocacy” can mean many things, but in general, it refers to taking action.
Advocacy simply involves speaking and acting on behalf of yourself or others. There
are several types of action that a person can take:

« Self-advocacy: taking action to represent and advance your own interests;

« Peer advocacy: taking action to represent the rights and interests of
someone other than yourself;

» Systems advocacy: taking action to influence social, political, and economic
systems to bring about change for groups of people; and

» Legal advocacy: taking action to use attorneys and the legal or
administrative systems to establish or protect legal rights. (Advocacy
Training Manual. Wisconsin Coalition for Advocacy (1996), p. 1.)

This Advocacy Tool Kit provides individuals with information and skill building
exercises to develop and enhance self and peer advocacy skills. The information
contained in this Kit has been gathered and developed to assist individuals in
Wisconsin, but may be helpful to those in other states as well.

The goal of this tool kit is to teach people with disabilities and others who are
advocating for them, the skills and strategies necessary to be an effective advocate.

* Skills are techniques for becoming competent in an area.
* Strategies are plans for an approach to address an issue or solve a problem.

This Kit reviews Informal and Formal Advocacy Strategies. For the purposes of this
Tool kit, Informal Advocacy Strategies are strategies that do not involve bringing in
an outside decision maker. Formal Advocacy Strategies, on the other hand, typically
involve an outside decision-maker. Examples of formal processes include court
hearings, grievance procedures or complaint processes.

Although some of the sections in this publication are written with the self-advocate in
mind, peer advocates (including family, friends and service providers) will benefit
from the advocacy information and techniques throughout the publication.

Why advocate for myself or someone | know?

Whether you attempt to get a service provider to listen and respond to a concern or
you try to get a landlord to fix the broken light in a stairwell of your apartment
building, advocacy is practiced by people for many different reasons. For people with
disabilities, frequent interaction with service providers, family members, friends,
colleagues and others who may not recognize you as a decision-maker can
disempower you. Learning about and practicing self-advocacy and peer advocacy
skills can enhance your role and confidence in making the decisions that affect your

life.
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While there’s no guarantee, advocating for yourself is the most direct way to secure
change. And that change can mean more than getting the stairwell light replaced.
Self-confidence, a healthier self-esteem and newly-gained respect from others can all
be surprising by-products of the advocacy process.

How do | advocate for myself or someone else?

This Advocacy Tool Kit is designed to assist you in learning strategies and practicing
some skills so that you feel comfortable and confident as an advocate. Everyone is
different and has different life experiences. Because of these differences, there is
not one magic formula that tells you how to be an effective advocate. Experiment
with different styles and choose the ones that you feel are both comfortable and

effective for you.
Now, turn the page and let’s get started!

"' This Advocacy Tool Kit was originally developed in cooperation with the New Partnerships for
Woman Project of Madison, WI in 2002. It was modified in 2007 to use as a training tool for
people with disabilities, their families and friends to help build and support strong advocacy
skills. We use it here because people with mental health and substance use problems are
considered one of the disabled groups served by DRW. We thank Dianne Greenley and others
who participated in its development through Disability Rights Wisconsin, the State of Wisconsin
Department of Workforce Development, as well as the members of the Long-Term Support
Subcommittee of the Brain Injury Advisory Council.

For more information on additional copies of the Advocacy Tool Kit or other resources from the
Community Mental Health Protection and Advocacy project, please visit DRW'’s web site located
at http://www.disabilityrightswi.org or contact DRW by telephone at 608-267-0214 (voice) or
888-758-6049 (TTY), and request a brochure of available resource materials and videos.
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BUILDING AN ADVOCACY STRATEGY

You’ve been introduced to various forms of advocacy; including self-advocacy, peer
advocacy, systems advocacy, and legal advocacy. As a reminder:

» Self-advocacy is representing and advancing your own interests;
* Peer advocacy is representing the rights and interest of someone other than

yourself;
» Systems advocacy is influencing social, political, and economic systems to bring

about change for groups of people; and

* Legal advocacy is using attorneys and the legal or administrative systems to
establish or protect legal rights (Advocacy Training Manual: Wisconsin Coalition
for Advocacy (1996), p. 1.) .

Effective advocacy, of any kind, requires building a solid strategy or plan and
practicing skills to help you feel comfortable and confident in reaching your advocacy

goals.
Why is having a plan so important? Because it allows you to take action as an advocate

in a thoughtful way. By really thinking about what you want to advocate for and how
your will take action, you are more likely to resolve the problem as quickly as

possible.

This section focuses on building a strategy to identify what you want to advocate for,
and four things you should do before you begin. The goal of a strong advocacy
strategy and developing strong basic advocacy skills (discussed in the next chapter) is
to help you resolve your complaint informally, without legal or outside agency
involvement. Generally, you should start your advocacy using these basic techniques.

There are times when starting with formal advocacy strategies are necessary. Formal
advocacy strategies typically involve getting an outside agency, like a court or an
investigator, involved in resolving your problem. Formal advocacy strategies are
discussed in a later chapter.

In order to make your advocacy efforts effective you should:
1. Break down the problem

2. Educate yourself
3. . ldentify your rights
4, Develop a solution (goal) and strategy to address your problem

ThlS planning process takes time. Sometimes even the best laid plans fail to achieve
the identified goal. It requires that you clarify your goal, identify who you will
communicate with to achieve your goal, determine what methods or strategies you
want to employ and figure out what steps you need to take for follow-up.

- Learning how to negotiate a compromise or can be an important components to
effective advocacy. This section and the next section called Informal Advocacy Skills
provides information and worksheets that you can use to build advocacy skills and try
out different self-advocacy strategies.
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Informal Advocacy Plan - Step by Step
Step 1: Problem Analysis

Questions to ask yourself:
* What is the problem or issue? If there is more than one, focus on one at
a time.
* What is my goal?
e  What facts do | know?

We all have been overwhelmed at one point or another by something or somethings
that we want to change in our lives. All good advocacy starts with a good
understanding of the problem. You have to understand what you want before you can
do anything about it. It sounds simple, right? Well, not necessarily. Sometimes the
problems can be complicated to break down.

First, it’s a good idea to keep your issues separate. Have you ever heard the phrase
“when it rains it pours?” Life is often complicated. There can be more than one
problem at a time. For example, you might be frustrated because you boss denies
your request to change your work schedule, your roommate is not paying her half of
the utility bill, and your sister is not pulling her weight in caring for your older
parents. When planning how to advocate for yourself on an issue, you should make
sure that you notice each separate problem. To help you, you can complete a
separate Advocacy Plan for each problem that you want to address.

Once you identify the basic issue, you may need to break down the problem even
further. Let’s say that you asked your boss if you could work from 9:00 AM until 5:30
PM instead of from 7:00 AM until 3:30 PM because the symptoms from your disability
are worse in the early morning hours. Your boss is aware of your disability, but still
denies your request, stating that he does not want to give you any special treatment
over other employees. You have spoken to your doctor about your concerns, but you
feel she has not taken you seriously. To make matters worse, your doctor has been
out of town, and so you have not had a chance to talk with a medical professional
about the change in your symptoms and you are feeling worse by the day.

The problems you are having at work can be broken down into smatler parts such as:
* Your request for an accommodation has been denied;
* You have not been feeling well;
* Your doctor is on vacation and your symptoms are getting worse;
* You feel your doctor has not been taking your medical concerns seriously.

To resolve the problem, you may choose to advocate for your employer to allow you
to change your schedule, for your doctor to take your concerns seriously, or to be
seen by another doctor right away. You also may want to change your doctor all

together. :
Once you clarify the problem you should ask yourself the question “what is my goal?”

If your goal is to feel better, for example, you may decide to focus your energy on
working with your doctor or finding a new doctor with whom you are better able to
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communicate, rather than to work with your employer to permanently change your
work schedule, because once you feel better you hopefully will be able to function
well in the early morning hours.

When deciding what aspects of your problem you want pursue, it is important to
remember:
* Some problems are easier to resolve than others
* Not all problems can be solved, or easily resolved.
* You may decide you do not want to address all the problems that you
identify, and that’s ok. .Remember, you should pick the battles that you

want to fight.

The key is to pick out the problems that are the most important to you and
address those first. In any event, breaking down the problem will help you to move
on to the next stage in the advocacy process.

Once you know which problems you want to work to take action, you should identify
the facts that you know. Identifying the facts you know is as simple as recalling what
you know about the situation and outlining the events of what has happened so far.
Using the example above, some facts of the problem are:

* You have told your boss you would like to modify your work schedule;

* Your boss is aware you have a disability, but you did not tell her that you
want to change your schedule because of the symptoms you are
experiencing;

* You spoke to your doctor about the increase in severity of your
symptoms;

* Your doctor is out of town.

When you answer the question “what facts do you know?” you should avoid inserting
judgments such as “my boss is a jerk,” or “my doctor does not care about me” as
facts of the problem. These statements are not helpful, and will distract you from
focusing on what is most important -- resolving the problem you face.

Once you have outlined the problem, identified your goal, and identified the facts of
your problem, you are ready to move on to the next step - information gathering.

Step 2: Information'Gathering

Questions to ask yourself:
* What additional facts or information might you need regarding this

situation, such as laws, rules or policies?

* How can | go about gathering this information?

*  Who are the decision-makers that | need to influence to solve this
problem?

* Are there other people who can help me?

In order to be able to effectively advocate, you must have a clear understanding of
the facts that you know, and also a firm grasp of what information you might need to
gather. Educate yourself about the laws, rules, and, policies that apply to your

situation.
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Identifying your rights

In the United States, we all have rights as citizens. As people with disabilities, we
have often been led to believe that we don’t have rights or should be afraid to
exercise them. Some rights are governed by laws or rules, while others are not.
Therefore the term “rights” can sometimes be confusing. It is important to
understand the differences in the types of rights that you may have so that you can
determine the best advocacy strategy. To do this, let’s first identify different types of

rights.

Laws: Some rights that we have are legal rights, and therefore may be enforceable in
a court of law or through a formal grievance procedure. There can be Federal, State,
or local laws. For example, a federal law called the Health Insurance Portability and
Accountability Act of 1996 (HIPAA) makes it illegal in most instances for a health care
provider to share your private health care information with others. Therefore,
according to this law, you have the right to private health care records.

Contracts: You can also have rights under a contract that are enforceable through a
court of law. One example of a contract is a rental lease. A lease outlines the rights
and responsibilities of tenants. If you feel your rights under a lease have been
violated, your case can be heard in small claims court.

Rules and Policies: Sometimes there are rules or policies that outline your rights. The
rules or policies may not be law, but may be governed by law or may simply be a set
of guidelines that an agency or an individual claims to follow. In either case, if a rule
or policy has been broken, there typically is a way to file a complaint or formal
grievance to address your concern. For example, your doctor may have a policy that
states that you have up to 30 days to pay the balance of your bill. :

Preferences and Social Expectations: Every society has a set of social expectations
or rules that are followed, and everyone has personal preferences in how they would
like to be treated. Preferences and social expectations are typically not illegal, and
therefore are not the same as a right that someone has under a law or a policy. It is
very important to understand the differences between enforceable rights - rights that
are governed by a policy or law - and things that we may refer to as being a “right”,
but that are not covered under any law or policy. For example, how often have you
said or heard people say “I have the right to be listened to” or “I have the right to
make a mistake.” Although expressed as rights, the right to be listened to or the right
to make a mistake are really preferences of how we would like to be treated, and
they are not likely to be a right we have under a policy or law.

It is important to remember that not all behavior we don’t like is against the law or a
formal policy that can be enforced. This does not mean that you cannot address a
concern you have about being treated rudely. For example, let’s say you were stood
up two times by someone who is coming to give you an estimate on painting your
bedroom. Although they did not break any law by making you wait for them, you
could call or write a letter to the owner of the business letting then know that you
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were dissatisfied with how you were treated. Writing a letter or placing a phone call
may or may not change the painter’s behavior.
Exercise:

Can you pick out what might be considered a law versus a social expectation or
preference versus a rule or policy versus a contract? There may be more than one
answer to the question. Take a few minutes to complete this exercise:

1) The right to employment without discrimination based on disability, under
the Wisconsin Fair Employment Act.

2) The right to be happy.

3) The right to be “treated with dignity and respect” by your physical
therapist as identified by the rehabilitation facility where she works.

4) The right to have a painter complete painting your house, as identified in
the agreement.

5) The right to not be abused by your home health care aide.
6) The right to say “l don’t know”.

7) The right to seek housing without discrimination based on disability, under
the Fair Housing Amendments Act.

8) The right to choose your health care provider.*

* Answers: .
1) The Wisconsin Fair Employment Act is a law.

2) The right to be happy is generally considered a preference.

3) The right to be treated with dignity and respect in a rehabilitation facility
might be governed under a rule or policy set by the rehabilitation facility,
and being treated with dignity and respect is also a social expectation.

4) The right to have a painter complete a job she or he promised in an
agreement is governed by a contract.

5) The right not to be abused by your home health care aide is a right that is
governed by a rule and policy and is against the law!

6) The right to say “l don’t know” is considered a preference.

7) The Fair Housing Amendments Act is a law.

8) The right to choose your health care provider may be governed by a rule or
policy, however, not necessarily. To some it may be considered a

preference.

- When you still have questions or need more information, how can you go gather
additional facts. Finding an answer to your question is as simple as contacting the
right person. You’ll be surprised with the amount of progress you can make by
placing a few phone calls. Even if the first person you call cannot answer your
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question, they are likely to point you in the right direction. Some useful places to
start include: the protection and advocacy (P&A) organization for Wisconsin (Disability
Rights Wisconsin); the Wisconsin Department of Health and Family Services; consumer
groups; drop-in centers; and Social Security offices.

The Internet is another tool. You can search the Internet on various topics of
interest, or use it to find phone numbers to local, state, or national resources.. If you
don’t have access to the Internet at home, try a local library, many of which now -
offer Internet access. If you need help learning how to use the Internet, you can ask
a librarian for help. Additionally, many disability-run organizations now offer both
Internet access and training. If you are more familiar with how to use the Internet,
you can also see if there is a coffee shop nearby that has Internet access. Many coffee
shops offer free access. To learn more information about legal research, see the
chapter called “Legal Research - The Basics” starting on page 203 of the Toolbox.

The next question is who are the key decision-makers in your situation? Often, going
straight to a decision-maker can result in a decision without hassle. If you are not sure
who has the authority to make the decision, ask! :

Advocating for yourself takes effort. Surrounding yourself with people who can help
you can make all the difference. Ask from friends, family, other advocates,
professionals and others to support your efforts to navigate the system and can listen
and give advice when you are frustrated.

Step 3: Solution Analysis

Questions to ask yourself:
* What are some possible solutions to this problem/issue? (be specific)

*  What are some barriers to these solutions?
»  What do | expect the other side to do?

After you’ve figured out what your rights are and have broken down the problem,
then you’re ready to look for a solution. An old adage says that each problem has a
unique solution. By using a systematic approach, you’re more likely to find the
solution that fits your problem.

Preliminary steps

First, consider what you want to happen. While consulting other people is extremely
helpful, you must make up your own mind, rather than relying exclusively on
suggested strategies or predicted outcomes. Ask yourself, “what do | need?” Do you
have emotional needs, such as an apology, or do you need something concrete?

In researching your rights, you might have learned some of the possible solutions that
are available. For example, if your advance directive is ignored, your state’s law
might allow you to sue for money damages in court. However, you might be more
satisfied with an apology and the hospital’s promise of future compliance than you
would be with the expense and time of a trial that might not be successful.

While determining what you want to happen, you should definitely consult with other
people. Ask questions and find out whether others have faced the same problem, and
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what happened in their cases. Ultimately, it is you who must decide what you want
to get out of your self-advocacy efforts.

Often, you'll be able to score a partial victory even if you don’t obtain your ideal
solution. Ask yourself in advance what alternatives you would be willing to accept.
This will help you determine the course of your self-advocacy efforts. For example,
maybe, you make a request for a later starting time at work due to your disability. If,
in this example, your supervisor says “no,” then a lawyer might tell you that the
Americans with Disabilities Act entitles you to such an adjustment in working
conditions. (You are entitled to a “reasonable accommodation” if you can prove you
need it as a result of your disability, and it won’t harm your employer too much.)
However, a lawsuit might not be worth your time or money; perhaps you’d be willing
to accept a transfer to another supervisor instead.

After determining what you want to happen, you must identify which people you’ll
need to contact in resolving your situation. Try to follow the established “supervisory
ladder”: if you take your problem “straight to the top,” then you run the risk that
the person will say “no,” and you’ll be left with no recourse. Also, consider potential
allies who might help you with your problem.

Building your case

Once you decide what you want and whom to contact, you can begin building your
case. Ask yourself about the strengths of your position: Have your legal rights been
violated? Has an established policy or procedure been ignored?

Ask yourself what the other side has to gain from resolving the problem in your favor.
Sometimes, the other side might want to avoid negative publicity or complaints to
supervisors, and sometimes - if you are persistent enough with your efforts - the other
side might decide to give you what you want rather than continue to hear from you.
When dealing with managed care companies, you might choose to show how
something you want might save them money, compared to the hospitalizations that
might result if you receive substandard care.

Perhaps the most important part of building your case is collecting all of the
documentation that your position. Although the relevant documentation will vary
from situation to situation, you should always keep copies of documents concerning
health care, insurance, benefits, or anything else involving money.

Examples of important documents might include:

« Letters of support from doctors, therapists, or case managers;
« Photocopies of laws or regulations;

« Insurance policies; or

« Pay stubs.

As you build your case, you also must look at the other side of the argument. Why is
the other side acting the way it is acting? Is there a rule or policy that they are
following? Acknowledging the other side’s viewpoint as you advocate for yourself
shows that you appreciate the other side’s needs, and this will help you maintain

relationships.
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Planning your strategy

There are usually a variety of ways to approach any given problem. Sometimes, there
is an established procedure for resolving a problem, such as filing a particular form,
but often you’ll find that you need to “buck the system” to see results.

You don’t need to plan your strategy alone. Consulting with others can help you plan
more effectively.

You should also spend some time reflecting on what you plan to do before you do it.
Before you make your first contact, sit back and think. :

Plan how you are going to phrase your words when you talk to someone. Develop a
concise story about what you need. Take out the parts of the story that may have
been emotional for you, but might not be relevant to the resolution of the problem.

When Planning your problem-solving strategy, you should take into account the
various methods that might be at your disposal, including:

+ Making phone calls;

« Holding an informal meeting;

« Writing a letter of complaint; or
« Filing a formal complaint.

A sample Informal Advocacy Plan Worksheet follows and can help you develop your
action plan for a specific self-advocacy goal you identify. The Informal Advocacy Plan
is an adaptation from Teacher’s Guide, Freedom Self-Advocacy Curriculum published
by the National Mental Health Consumers’ Self-Help Clearinghouse. In addition,
information about the methods you can use to carry out your problem-solving
strategies is discussed in the next section. '
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INFORMAL ADVOCACY PLAN

Sample Action Plan Worksheet
(Adaptation from Teacher’s Guide, Freedom Self-Advocacy Curriculum, National
Mental Health Consumers’ Self-Help Clearinghouse (April 2000 Pilot Version), p. 18.)

What is the problem or issue? If there is more than one, focus on one at a time:

What is your goal?

What facts do you know?

What additional facts or information might you need regarding this situation, such

as laws, rules or policies?

How can you go about gathering this information?

Who are the decision-makers that you need to influence to solve this
problem/issue?

What are some possible solutions to this problem/issue (be specific)?

What are some barriers to these solutions?

Pick one solution and discuss the strategies and tactics you will use to achieve this
solution. Complete the information below to assist you in initiating your action plan.
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I will call/meet with/write to by the
following date:

If this person does not resolve the situation by the following date
then | will call/meet with/write to

Documentation that | will need:

- Other people who can help me:

What | expect the other side to do:

Strategies for what’s next:

Debriefing: who will | call or how will | take care of myself following this
encounter?

Keep in mind that the strategy you use to obtain the advocacy goal may not be
successful. It is helpful to think about what you will do if you don’t get what you
want the first, second, or even third time around.

If your plan does not work, you may need to review your strategy, what went
wrong and alternative ways to resolve your concern. You may want to revisit
some of the information-gathering questions listed above and consider asking

yourself the following questions:

What will | do if the strategy doesn’t work? What is the backup plan?

What went wrong? Why didn’t the strategy work?
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INFORMAL ADVOCACY SKILLS

This section is a brief overview of some basic tools to help you to become a better
advocate. You will find worksheets and tools to assist you in developing advocacy
skills and taking action to address your concern. You will learn how to:

» Stay organized,
* Properly document and keep records, and
* Be an effective advocate on the phone, in writing, and in-person.

By understanding, practicing and using these skills, you will be better organized,
prepared, and able to respond to unexpected things that come your way. Generally
you should start your advocacy using these informal techniques; however, there are
times when starting with formal advocacy strategies are necessary. Formal advocacy
strategies and additional communication skills are discussed in other sections.

Before we begin, let’s review some important tried and true advocacy tips. The
following tips were originally created to address concerns within a treatment setting,
but can be applied to most any advocacy situation.

Exercise: After you review them, take some time to think about how you’ve used
these strategies to advocate for yourself in the past. Were they helpful? What
strategies might have helped you to resolve your problem sooner had you tried them?

How to be an Effective Advocate

(Adaptation from Advocacy Training Manual. Wisconsin Coalition for Advocacy‘ (1996),
p. 26, from a presentation by Nina Gagnon, National Project Director, Mental Health
Advocacy Training, National Paralegal Institute, San Francisco, CA.)

1. Try not to be intimidated by authority; learn to question responses with which you
do not agree.
2. Try to resolve the dispute informally first. Why spend more time than you need to?

Most of the time if you address your concern directly with a person who can do
something about it your complaint will be resolved.

3. Find out what the authority is for the agency’s decision. Ask the worker what
regulation her/his decision is based on. Public agencies must follow written
regulations and procedures. Members of the public have a right to see these
regulations. Insist on checking the rule book yourself. Perhaps you can find it

online.

4. Find out who in the bureaucracy has the power to make the change you want, and
insist on dealing with that person. Don’t give up because the person you are dealing
with does not have the power to make the change you are requesting. Find out who
does, and go up the “chain of command.”

71




5. Use your imagination to come up with solutions to problems. If, for example, you
cannot locate a document you need, think of alternate ways to prove the fact. Use
a declaration (sworn statement) or an affidavit (sworn, notarized statement).

6. Take full advantage of all appeal rights. Request decisions in writing and inquire
specifically about methods of appealing unfavorable decisions. Be aware that
deadlines exist for filing appeals. Be sure to read the small print carefully in any
official notices received.

7. Always get the name of any person within an agency with whom you deal. Keep
accurate notes of dates, content of conversations, and the identity of the worker
who gave you the information. If questions arise later, this is your proof that the
conversation you remember did, in fact, take place. '

8. When possible establish and nurture contacts within the agency with people you find
helpful. Try to deal with or get helpful information from workers with whom you
have established a cooperative, friendly relationship. They can be of great
assistance.

9. Utilize other existing advocacy resources in your community. Locate other
organizations advocating for low income, elderly, and people with disabilities.
Establish contacts with
other advocates in your community, and explore the possibility of setting up training
together. When you are stymied or confused as to what to do next, call a more
experienced advocate for advice.

10. Use all available methods for increasing your legitimacy as an advocate.

11. Remember that it takes time to develop highly skilled advocacy approaches. Even
the best advocates don’t always win; losing may be as much a reflection on the
target system as on the advocate. Evaluate your activities periodically. Give
yourself credit for good, effective approaches, and outline areas of your advocacy
skills in which you would like to heighten your skills. Remember that change is a
long, slow process, but that all contributions to progressive change in our systems
and human services are important.

Documentation and Taking Notes
(Adaptation from Advocacy Training Manual. Wisconsin Coalition for Advocacy (1996),

pp. 8, 18.)

Creating a paper trail means having in writing events and decisions which are
important to your advocacy effort. Experience has shown that having a written
record of what went on and when is crucial to building an agreement and
substantiating your position. Paper trail skills include documentation and note taking.

Documentation

Documentation is a critical component of good advocacy. Good documentation
includes:
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» Keeping notes of all conversations (phone and in-person) that you have
regarding the situation beginning with the initial contact. Later in this section,
we have developed a sample contact list and phone log that you can use to.
document and take notes of your activities.)

The information you should have as part of the log or contact sheet is the
following:
* Date;
* Time;
¢ Full name of the person(s) you contacted;
* Person’s title;
* Agency name;
s Agency telephone number; and
* A description of what was discussed.
If there is a question about the accuracy of conversation, follow up with a
letter to the party summarizing your understanding of the conversation. Keep
a copy of the letter for your documentation.

Keep all letters and copies of information you receive from agencies and
individuals. Do not make any marks on copies received from other parties
because those parties may claim the documents were tampered with.

Keep copies of all letters and information that you send out regarding the
situation.

When you fax copies of documents, you should also mail a hard copy and make
a note of this on your letter.

Taking Notes

Note taking is a tool that provides a written record of what happened at a meeting
or during a phone conversation. Note taking signifies to others that you are an
active participant in what is occurring. When you are taking notes people around
you are more likely to feel accountable. They become more productive and
responsible and pay more attention to you. If you have never taken notes, it may
at first seem like a lot of bother. But once you practice it becomes an effortless
activity that you can easily do while fully participating with others in a group. If
you have difficulty taking notes and participating in the meeting, bring someone
with you to the meeting to take the notes for you. Take notes at every advocacy
meeting and conference you attend as a record of all the information you receive.
Also, keep a notebook by the phone so that you can keep a record of everyone you
talk to and anything said which should be documented.

It is helpful to keep the following points in mind when taking notes:

1. At the beginning of your notes, list the names and role of those spoken to, and
list the day, place and time of the conversation. State the primary purpose of
the call or meeting in one or two sentences.
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2. Use an outline format and modify it to meet the needs of each particular call
or meeting. .

3. Write key words and abbreviations rather than long sentences. The fewer
words written, the more time is available for thinking and actively
participating.

4. Leave space along the left-hand margin for filling in answers to questions and
for clarifying points which are not initially understood. Ask the speaker to
clarify what s/he is saying if you don’t understand.

5. Use a colored felt tip pen to underline important terms and phrases. This is
very helpful when you go back later to review your notes.

6. Before you end the communication, if possible, review your notes, be sure they
are dated, and ask for any clarifications that are needed. It’s sometimes a
good idea to remind everyone that what they have said is documented. If you
type your rough notes, be sure to save the originals in case of later
misinterpretation.

7. File your notes in a home file.

The way in which you organize your home file is up to you. However, it is important
for you to keep copies of every letter or other piece of correspondence which you
write and receive regarding your case, copies of records and notes you take at
meetings, or during telephone conversations.

Advocacy on the Telephone

(Adaptation from Teacher’s Guide, Freedom Self-Advocacy Curriculum, National
Mental Health Consumers’ Self-Help Clearinghouse (April 2000 Pilot Version), pp. 19-

24.)

We all know how to use the telephone, but we can learn to use it more effectively as
a tool for getting what we want. Many people - understandably - lose patience when
dealing with large bureaucracies such as insurance companies or government
agencies: more and more, callers must navigate automated menus before reaching a
live person. Some people have feelings of fear or anxiety when making phone calls.
However, we all can work to improve our telephone calls.

Phone manners/managing anger

Resolving a problem by phone is oftentimes the quickest and most straightforward
way to resolve a problem. However, the process still takes some time and causes
some frustration. If you are able to control your anger at the delays and frustrations
that you experience, then you’ll be a much more effective advocate for yourself.

Using the telephone for self-advocacy is fairly common when dealing with managed
care organizations (MCOs), insurance companies, hospitals, community mental health
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centers, and government agencies. With all of these different organizations, your
first point of contact will often be those pre-recorded phone menus that ask you to
press keys to be connected to the right department. When you finally do reach a live
voice, it is often a front-line employee who might not have the authority to resolve

your request.

Certainly, it is frustrating. Say for example, your MCO denies your request to see a
certain doctor, or your benefit check is reduced without explanation. Your first
inclination might be to scream at the first person you talk to - anger is natural.
However, your ability to handle this anger might have an impact on how well (or
poorly) the organization resolves your problem.

Of course, you should express your concern, but there’s no need for name calling or
shouting at the person on the other end. Also, the person will probably absorb the
information better and be able to resolve the situation more efficiently if he or she
doesn’t feel under attack. Longtime advocate, Mary Ellen Copeland cautions, “Don’t
say anything attacking the other person’s character.” Instead, concentrate on
explaining why you need the person to act.

Keep in mind that the person on the other end of the phone is just that - a person.
He or she has good days and bad days just like you and looks forward to pleasant calls
more than unpleasant ones. If it is the case that your problem was caused by an
innocent mistake - a computer error for example - the employee might be much more
helpful and make it a higher priority if you are pleasant on the phone.

By managing your anger, you can avoid developing a reputation as a “difficult caller.”
Most of the organizations that you deal with keep records that phone personnel access
when you call them. By avoiding being labeled obnoxious or insulting, you are likely
to get better service on future calls.

If you experience a problem that makes you very angry, how can you prevent the
anger from boiling over into the phone conversation? The easiest way might be to
take some time to cool off; Mary Ellen Copeland recommends that you do a relaxation
exercise before making a stressful phone call. She also has a unique suggestion for
managing your anger while you’re on the telephone: “Have a friend with you when
you make the call, that way you can make faces with your friend but remain calm on

the phone.”

Before making your call, you can also take time to plan what you are going to say, and
gather the information that you might need. For example, it is common for someone
to receive a hospital bill for services that were supposed to be covered by insurance;
these situations are often caused by paperwork errors. If this happens to you, your
first inclination might be to call the hospital or the insurance company -and yell at

someone.

Instead of doing so, take some time to calm down, gather the bill, your insurance
policy, and the paperwork you received at the hospital. Then call your insurance
company and find out why the bill wasn’t paid. With this information, you are more
likely to be able to calmly, but assertively, resolve the situation. Let’s now look at
how to use the phone assertively.
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Being assertive

A big part of assertiveness when using the phone is being persistent enough to get in
touch with someone who can help you. When calling large organizations, it’s not
always easy to reach people. If you have not heard back by the next day, call again
and leave another message until you get a return call. If you’re having trouble
reaching someone, you should leave a message each time, including the dates and

times that you are available to speak.

Your assertiveness must continue once you are speaking with a live person. Learning
to be assertive without raising your voice or being rude is a skill to be learned, and
one that will make you a much more effective advocate. We discuss assertiveness
throughout the Tool Kit, but now let’s look at specific ways to be assertive on the
telephone.

» Do your research. If you are told that you cannot do something or qualify
for certain benefits, you should know the standards. For example, you
might say, “My insurance policy says that | have the right to appeal this
decision, and | would like to appeal.”

» Set minimum standards. Often, you will be dealing with low-level
employees who do not have the power to compromise; therefore, if anyone
compromises, it will have to be you. If a low-level employee cannot meet
your minimum demands, ask to speak to his or her supervisor.

» Recognize the other side of the argument. If you demonstrate that you
understand the other person’s point of view, then he or she cannot dismiss
you as being irrational. You might say, for example, “| can see why you
don’t normally authorize that medication because it is more expensive. But
it’s worked for me in the past, and it is cheaper than paying for my hospital

bills.”

» Ask for clarification. Don’t let the other person confuse you with jargon or
vague statements. Whenever the other person says something that you
don’t understand, ask for clarification. You can’t win a dispute if you don’t
understand what the other person is saying.

» Leave the door open. State that you would like to reserve the right to
submit additional information. If you become flustered on the phone, you
can strengthen your case later.

The table below contains some more examples of assertive responses. These are just
a few examples of the statements that you can make to assert yourself.
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Exercise:
One effective way to work on your assertiveness is to role-play advocacy situations

with a friend. Ask your friend to give you feedback about whether you were acting
assertively.

Assertive Responses

Sta el Assertive Response
Insurance company customer service “Tell me the name and number of that person. |
representative: “I'm not the person who deals with called the number listed in my podlicy, and if you
this.” can't help me, it's your responsibility to tell me who

can.”

Social Security representative: "I don't have all the “When can | expect to hear back from you? 1 will
information about your application, so | can't call back if | don't hear from you by then.”
answer that question.”
MCO executive assistant: “| doi't think that there “| was told that there are no consumers on the
are any openings on the advisory board right now.” advisory board, and the law says that there must

be consumer representation. Who is in charge of
the selection?”

MCO customer service representative. "We can't “1 would like you to send me an explanation of how
pay for the treatment because it is not medically you determine whether treatment is medically
necessary.” necessary.”

Talking to the right person

As we mentioned in the previous section, when you’re talking to someone on the
phone, it is often someone who won’t be able to resolve your situation for you due to
lack of authority. Other times, the person on the other end of the line just happens
to be a generally unhelpful person.

Author Brandon Toropov offers many helpful suggestions for resolving a problem by
phone. His book, The Complete Idiot’s Guide to Getting along with Difficult People
(don’t be put off by the sarcastic title), recommends that you seek a new. contact
person if the person with whom you’ve dealt:

« Is new to the job, based on what the person has said, or your best guess;

« Has not gotten in touch with you after you’ve left three messages;

« Has told you three times that he or she must appeal to a supervisor for
information or authority, without results;

» Hesitates before answering important questions;

o Asks you to supply the same information or file the same forms more than
once; or

"~ o |s defensive, moody, or combative without being provoked by you.

When you’re not getting anywhere by talking to lower-level employees, you might
need to “go up the supervisory ladder.” You should be aware that going to a
supervisor too soon can backfire. Going to a supervisor before you’ve given someone a
fair chance to resolve your problem can create bad feelings, and you can always go to
a supervisor later.
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If someone fails to resolve a problem to your satisfaction, then you should go up the
supervisory ladder, one level at a time. In other words, always ask to speak with
someone’s immediate supervisor.

Some advocates recommend going straight to the top of the supervisory ladder, but
there is an obvious advantage to moving one level at a time: you give more people
the opportunity to give you what you want. If, on the other hand, you go straight to
the top, and that person says “no,” you probably won’t get what you’re after.

Keeping records

With any form of self-advocacy, it is important to keep records, but it is especially
important to keep accurate and complete records of your telephone conversations.
Often, your records will be the best documentation of your attempts to resolve a
situation or another party’s suggested solutions.

You should keep an accurate record of every person with whom you spoke, as well as
their titles and what they said. Sometimes, it will strengthen your position if you can
demonstrate that the other party was unhelpful, and so you should also document
every time that you couldn’t get through to someone on the phone, as well as when
you left messages for a person. Doing so will prevent someone from saying that your
inactivity is the cause of the problem. You can use the Sample Phone Log as your

guide.
Following up

As with any form of advocacy, it is important to follow up when you are advocating by
phone. The follow-up usually includes additional phone calls to ensure that agreed-
upon actions will be taken, but might also mclude supplying written documentation or
sending follow-up letters or faxes.

Following up on a phone conversation should begin during the conversation itself. For
example, if the person with whom you are speaking cannot respond to your request
immediately, you should ask when they will get back to you and the date on which
you can expect action on what you’ve requested. If the person promises to take a
specific action, then ask when that action will be taken. Be sure to record this‘

information in your phone log.

Once you’ve established dates for responses and/or action, you should make sure that
the person sticks to those dates. You can mark a calendar to keep track of the dates.
If you haven’t heard back or seen results by the agreed-upon date, you should call

back.

Be polite but firm. Remind the person that he or she promised to respond or take
action by a certain date and ask why this hasn’t happened. You should persist until
you get what you want, and if you don’t see results, then you should proceed up the
supervisory ladder one level at a time.

Usually people are handling multiple requests at a time, and one way to ensure that
your request gets special attention is to follow a phone call with a fax. When
speaking with someone, ask for the fax number where he or she can be reached.
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After speaking with a person, send a fax summarizing the action requested and the
agreed-upon follow-up dates.

If the person does not seem to be responding adequately, then a fax can be an
especially effective tool. Obtain the name of the person’s supervisor, and send the
fax both to the person with whom you’ve spoken and his or her supervisor. At the
bottom of the fax, write “cc:” followed by the supervisor’s name so that the
employee knows that the supervisor has also seen the fax. We’ll examine written
communication more closely in the next article, Advocacy in Writing. Before we
explore advocacy through written communication, we have included two worksheets
for you to use in documenting your contacts and telephone calls that you make.
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Name & Organization

CONTACT LIST WORKSHEET

Telephone & Fax Numbers

Email
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TELEPHONE LOG WORKSHEET

Outgoing Phone Log

Date:

Person called:
Telephone Number:
Referred by:

Was call answered?
Left message?

Person spoken with:

Title of person you spoke with:

Fax number:

Summary of conversation:

Action suggested:

Action agreed upon?

Deadline:

Incoming Phone Log
Date:

Person calling:

Telephone Number:

Title of person you spoke with:

Fax number:

Summary of conversation:

Action suggested:

Action agreed upon?

Deadline:
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Advocacy in Writing
(Adaptation from Teacher’s Guide, Freedom Self-Advocacy Curriculum, National

Mental Health Consumers’ Self-Help Clearinghouse (April 2000 Pilot Version), pp. 25-
29.)

Being able to write a short, direct, and assertive letter will aid your advocacy efforts.
Learning to write letters is a skill that must be learned, but fortunately it is easier to
learn than almost any other style of writing. And the good news is that, as a general
rule, the shorter your letter, the better. In this segment, we’ll discuss how to write
an effective letter, as well as provide some sample letters.

Keep in mind that every letter you write should become a part of your files on the
matter in question. Keeping records of your letters is easier than keeping detailed
records of phone conversations, but equally important, so be sure to keep a
photocopy of each letter.

The format of a business letter

When you write a letter for advocacy purposes, you should follow the standard format
for business letters. Although there is some variation in the format used for business
letters, Sample Letters A and B on pages 34 and 35 provide a good model to follow.
Include your return address, the date, the other person’s address, greeting, and
signature in a manner similar to that in the sample letters.

Another feature to note is the “cc:” (copies circulated) line. The “cc” line is a way to
record that you’ve sent a copy of the letter to someone else. So, if you see “cc: April
Jackson,” it means that you sent a copy of the letter to April Jackson. When sending a
letter to someone, it can be good practice to also copy their boss or other person in
authority because it can help to get your concern addressed sooner.

However, keep in mind that cc’ing someone’s supervisor puts that person on the
defensive. It can therefore be counter-productive to cc a person’s supervisor before
you’ve given the person a chance to resolve the problem.

Below the “cc” line is the “Encl.” (enclosures) line. To show the recipient what
you’ve sent, and to remind yourself when you look at a photocopy of the letter, use
the “Encl.” notation and a brief description of what you’ve sent.

Although the standard business letter is typewrivtten, it is acceptable to hand-write a
letter if you cannot type your letter or find someone else to type it for you. Try to
write as neatly as possible, and again, be sure to keep a photocopy.

The content of the letter

The Sample Letters included here also provide an idea of what to include in your
letter. When you write a letter, you should:

« Open by explaining to the recipient why you are writing. For example, in
Sample Letter B, the writer wants his insurance company to pay a hospital bill.

 Include photocopies of relevant documents or offer to provide whatever
documentation is necessary. In Sample Letter A, the writer offers to provide
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documentation from her health care professional, and in Sample Letter B, the
writer includes a copy of the hospital bill.

« Explain the reason why you are asking for action by the recipient. The writer
of Sample Letter A explains that the Fair Housing Amendments Act requires
that landlords make “reasonable accommodations” for tenants with ‘
disabilities. In Sample Letter B, the writer explains that he obtained a
referral for the services; therefore, the insurer should pay for them.

« If the action needed is urgent, explain why. In Sample Letter B, the writer is
facing a negative credit report if the problem is not resolved swiftly.

« If applicable, summarize steps that you have taken to resolve the problem. In
Sample Letter B, the writer summarizes phone conversations and documents
times that he tried to reach the insurance company.

« If you are considering legal action or a formal complaint, note that you are
considering it. However, reserve this tactic for situations in which you feel
that you have a valid case and could follow through; otherwise, the other party

could call your bluff.

« In the closing paragraph, give a time by which you expect the recipient to respond
or take action. This should be a reasonable amount of time in relationship to the
urgency of the situation.

« Also in the closing paragraph, thank the recipient, or if the recipient has not
proven helpful so far, then express your hope that they will resolve the matter

as soon as possible.

Other considerations

As you grow as a self-advocate, you will feel more comfortable writing letters, and
you’ll learn what works and what doesn’t work. Here are some other things to think
about when writing letters as part of your advocacy efforts:

« When writing your letter, pay special attention to your tone. Put yourself in
the place of the writer of Sample Letter B: although he was probably angry at
the insurance company’s broken promise, he is not rude or insulting. He simply
states why the recipient has done wrong and explains what the insurance
company should do in order to rectify it. By not antagonizing or insulting the
recipient of the letter, you reinforce that you are in the right and that your
request should be granted.

« For a few extra dollars, you can send a letter via certified mail, return receipt
requested. Not only will this make your letter stand out to the recipient, you’ll
know exactly when the letter arrived. Depending on the severity or urgency of
the situation, you might also consider faxing your letter or using express
delivery.

« You shouldn’t hesitate to ask friends for help in writing letters. You can rely
on friends to help with the writing and to check your letters for errors in
spelling or grammar. They can also give you feedback on if the tone of the

letter is polite.
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Sample Letter A

Elizabeth Martin
127 Maple St.
Apartment 105
Beloit, WI 53511

January 2, 2007

Mr. Edward Peters

Peters Property Management
13 E. Main St.

Beloit, WI 53511

Dear Mr. Peters:

I am a tenant in your building at 127 Maple Street. | am writing to request, as a
reasonable accommodation required by the Fair Housing Amendments Act (FHAA),
that | be allowed to keep a service dog in my apartment. The FHAA requires that
landlords provide “reasonable accommodations” to tenants with disabilities.

| understand that the building has a “no pets” policy; however, health care
professionals have recommended that | use a service animal for emotional support. |
would be happy to provide written documentation of my disability and my provider’s

recommendations.
Please contact me within ten days to let me know whether my request has been

granted because | need to proceed with finding a suitable service dog. You may reach
me by telephone at (608) 555-2525. Thank you for your prompt consideration of my

request. :

Sincerely,

Elizabeth Martin
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Sample Letter B

Steven Jones
14 Broad Street
Fond du Lac, Wi 53945

January 2, 2007

Mr. Evan Brown

Claims Service Representative
Acme Insurance Company
2121 Lincoln Ave.

Milwaukee, WI 53201

Dear Mr. Brown:

I am writing to request the immediate payment of the enclosed hospital bill, for
services provided on October 12, 2006. As you can see, the hospital is threatemng to
refer my account to a collection agency, and | am very upset that Acme Insurance has
not paid this claim. | am considering referring this matter to the state insurance

commissioner.

| had received a referral for the services in question. The referral number is BB 9854.
. Therefore, Acme should have paid this claim. When | spoke with you on the phone on
November 20, 2005 you assured me that the bill would be paid within 10 days. After
that time passed, | have been trying unsuccessfully to reach your department. | left
messages on December 5, 10, 13, 15, and 19, 2006.

Please respond within five days of receipt of this letter. You can reach me by phone
at (920) 555-2828. | am looking forward to the prompt resolution of this matter.

Sincerely,
Steven Jones

cc:  April Jackson,
President, Acme Insurance

Encl: Hospital bill (photocopy)
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Advocacy in Person

(Adaptation from Teacher’s Guide, Freedom Self-Advocacy Curriculum, National
Mental Health Consumers’ Self-Help Clearinghouse (April 2000 Pilot Version), pp. 30-

33.)

For some forms of advocacy, such as participating in your own health care decisions,
in-person advocacy is only natural. Mary Ellen Copeland says that meeting face-to-
face with the person you’re trying to influence is the most effective form of self-
advocacy. By working to improve your in-person advocacy skills, you can help
overcome the anxiety that many people experience when preparing for a meeting.

Preparing for a meeting

Preparing in advance of a meeting not only helps to reduce anxiety, but preparation
also helps you to become a much more effective self-advocate. Perhaps the first step
in preparing for a meeting is writing down the appointment as soon as you’ve made it.

Although recording an appointment is a simple step, it is an extremely important one
because it helps you keep the appointment. “Once you’ve scheduled a meeting, you
have to write it down and keep it,” says Howard Trachtman, a self-advocate and peer
advocate from Massachusetts. “The person you’re meeting with has other :
commitments,” he continues, and if you don’t keep your appointments, then the
person “is going to spend more time with the people who are keeping their
appointments and following through. That’s just how it works.”

If you absolutely cannot make a scheduled appointment, call in advance to cancel or
reschedule it. Try to.give the other person as much notice as possible; you shouldn’t
cancel a meeting on the same day unless it is a sudden, unanticipated emergency.

At the time you schedule your meeting, you should also ask for information that will
help you prepare. Always ask if there is any type of documentation that you will need
to bring to your meeting. Ask if you must meet certain qualifications in order to get
what you’re asking for. If the other party initiated the meeting, make sure that you
understand the purpose of the meeting completely.

Another important step for planning a meeting at which you will advocate for yourself
is to find a friend who can come with you. Although it helps to pick someone who
knows something about advocacy, it’s not necessary to do so. “Don’t go in alone,”
says Brian Coopper, director of advocacy at the National Mental Health Association,
“because the presence of another person will-make the people you’re meeting with

behave.”
Mary Ellen Copeland agrees, saying, “With doctors and professionals, you often have

to take someone else with you. They act differently, even if your friend doesn’t say
anything. It’s still self-advocacy because you’re in control. It’s a way to get around

the system.”

Another important part of preparing for a meeting is to think hard about what could
happen at the meeting. Trachtman suggests that you ask yourself the following
questions:
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» What do | want to happen at the meeting?
» What do | want to learn at the meeting?
« What could happen as a result of the meeting?

By knowing what you want to happen, but preparing yourself for what could happen,
you can better think through your strategy for the meeting. You should prepare an
agenda for what you’d like to say, what you’d like to ask the other person, and how
you would respond to the other party’s suggestions of what they’d like to happen.

In addition to bringing your agenda with you, you should bring photocopies of all
relevant documents (unless the other party says that you need to bring an original).
Also, if you will be citing particular laws or regulations, you should bring photocopies
of those as well. Says Alaska self-advocate Dan Roberts, “Don’t just say, ‘There’s a
law somewhere.’ A photocopy gives people a chance to look at the law.” By
demonstrating that you know your rights, it makes it much more difficult for the other
person to ignore your rights.

Holding a successful meeting

An obvious but important first step in holding a successful meeting is to show up on
time. Once you’re there, you have many tactics that you can use to improve your
chances of a successful outcome. Some of the tactics you’ll find particularly helpful

- include body language, active listening, and negotiation skills. Although these skills
require practice, once you learn them, you’ll be a much more effective self-advocate.
There is additional information on this topic in the Communication Skills section of
this Tool Kit.

Body language

In an ideal world, justice and fairness would govern everyone’s actions. However, in
the real world, image is important, and the way in which you present yourself at a
meeting can have a major impact on its outcome. Using positive body language
conveys confidence and assertiveness. Here are some examples of positive body
language:

e Dress and groom yourself appropriately for the meeting. Poor grooming or
sloppy dress can leave a negative impression regardless of the strength of
your case. Brian Coopper explains, “Dress as nicely as you can. Not only
does it show respect for people, but it reduces the power differential.” If
you dress nicely, people will - consciously or unconsciously - treat you with
more respect.

o Shake hands firmly. When you introduce yourself at the beginning of the
meeting, give the other person a firm handshake while you look the person

in the eyes.
o Do your best to maintain eye contact. Although this can be difficult if you
are shy or nervous, you will find that maintaining eye contact helps you

maintain control over the meeting. Don’t “stare down” the other person,
but do look him or her in the eyes while either of you is talking.
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« Use good posture. By sitting straight in your ‘chair, you show respect for the
other person and also convey confidence in what you are seeking.

« Try not to fidget. You should try to avoid some of the things people often
do when.they are nervous, such as wringing their hands or squirming in their
chairs. Such actions convey your nervousness, making the other person feel
more confident in his or her position.

« Practice these skills. Before an important meeting, you can practice your

body
language either with a friend or in front of a mirror. If positive body
language does not come naturally to you, you should practice this skill.

You can learn positive body language in the same way you learned to jump
rope, hit a baseball, or play video games.

Listening

When you are meeting with someone, active listening can mean the difference
between being spoken to and being “spoken at.” Active listening means that you take
steps to find out the information that you need, rather than simply listening to what
the other person says.

The simplest form of active listening is to ask for clarification if you don’t understand
something. For example, if the person uses jargon or an abbreviation that you don’t
understand, be sure to ask what it means. For example, if someone says, “well, we
don’t usually get involved in these types of situations until DDM has contacted us,”
you won’t really know what to do next if you don’t know what DDM stands for. Don’t
be afraid to ask for this information; if you try to find out after the meeting, you will
miss important points during your discussion.

Active listening requires that you restate a person’s position so that you both
understand what the person is offering or requiring. In the above example, you might
respond, “So what you’re saying is that | should contact DDM and ask them to review
my case.” By restating the other person’s position, you can make sure that you are
both “on the same page” as you negotiate.

You should also ask for clarification if you don’t understand someone’s reaction to
what you say. For example, if someone replies, “I see,” it might mean that the
person understands your position, but the person might mean, “l see that you are
being difficult.” When someone is vague, don’t guess at his or her meaning; instead,

ask.

Finally, to have a record of exactly what went on during the meetings, you should
take careful notes of what was said. Be sure to write down:

« Any promises that the other person makes;

« Any actions that you must take;

« Any explanations that the person makes for granting or denying your
requests; and

« Anything the person says that is supportive of your position.
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Using a tape recorder allows you to keep an exact record of your meeting. Although
some people might permit you to tape record a meeting others are put off by this
suggestion.

Negotiatioh

Learning to negotiate successfully is the centerpiece of self-advocacy. Negotiation is
when tow groups who disagree work together to resolve a problem. All of our
preparations feed into the negotiation process. As with other advocacy skills,
negotiation is a skill that can be learned through study and practice. Here are some
pointers for getting what you want through negotiation:

Lead with the strongest part of your argument. For example, if you are
dissatisfied with the treatment you have been receiving, you might start by
pointing out that a doctor or staff person has violated your state’s patients’

bill of rights.

Keep your presentation short by focusing on relevant facts. Often we want
to tell our life story when we are trying to spur people to action. But by
taking up too much of someone’s time, you run the risk of alienating that
person. Instead, focus on details that are the responsibility of that person.
In other words, if you are experiencing problems with a certain program or
service, focus on that program or service rather than other problems that
you might be experiencing.

Focus on remedies, not complaints. Unless your goal is simply to make

someone feel sympathy for you, then you should have an action plan for
what you want to happen. For example, rather than complaining about
your housing, you should state that you want housing in a safer area.

Control your emotions. No matter how much the other person upsets you,
don’t resort to yelling or name-calling. If you need to ask for a break to
compose yourself, do so. You can go home and punch pillows after the
meeting, but “blowing up” during the meeting reflects poorly on you, and
people often use your behavior as an excuse for denying you what you want.

Have in mind a minimum that you are willing to accept. To be a good
negotiator, you should ask for more than what you really want, but keep in
your own mind a minimum that you would be willing to accept.

Acknowledge the other person’s position. Demonstrate that you understand
the limitations faced by the other person. This will help you keep your
demand realistic and make the other person feel more comfortable in
negotiating with you. For example, you might say, “l realize that the
medication that | want is more expensive than other medications,” or |
know that you have a limited amount of housing available.”

Stick to your basic needs. Just because you should acknowledge the other
person’s position doesn’t mean that you should accept it. The best way to
stick to your basic needs is to reiterate your position using “I” statements.
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If you have tried other medications unsuccessfully, you can say, “l need a
medication with fewer side effects.” If you need a safer place to live, you
can reiterate, “I need a safer place to live” in response to the other party’s
suggestion that he or she thinks your current arrangements are adequate.

» Point out weaknesses or liabilities to the other person. Give the other
person a reason to want to help you. For example, you could say, “l have
been trying for months to get safer housing. If something happens to me,
your agency could face problems.”

s Ask for the chance to offer additional information. Meetings sometimes
put pressure on us, making it difficult to remember everything we have to
say. You might wish  to reserve the right to provide additional comments

or support later.

 Restate any actions decided upon. If the other person makes any promises
to you, restate them as you end your meeting. Equally important, if you
make promises, restate these promises as well, so that you are sure of what

you need to do.

 Set a timeline for action. A promise to “look into the problem” or “get to
it as soon as we can” doesn’t help you very much. By insisting on a timeline
for action, you can contact the person if deadlines are not met.

» Be prepared to walk out without resolving the negotiation. Brian Coopper
suggests, “If the meeting isn’t going smoothly, don’t agree to something
just because of the urgency of the moment. Be prepared to get up and
walk away - politely.”

 Practice negotiating with friends or support groups. There are many books

that provide negotiation exercises that you can practice with a group.
(Additional information on negotiation is available later in this section.)

Follow-up

As with any form of advocacy, following up is important after you meet with someone
face-to-face. After your meeting, write a short letter thanking the person for his or
her time. In your letter, you should also restate any agreements that were made in

the meeting.

After your meeting, read over your notes and make sure that you understand them.
While your memory is still fresh, you should also fill in any information that you might
have forgotten to write down. Keep your meeting notes with other documentation,
such as copies of letters and your phone log.

If the person with whom you met promises results by a certain time and these things
do not happen, then you should contact the person. When you call or write to the
person, be sure to refer to the date of your meeting and restate what you had agreed

upon.
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More on Negotiation as a Tool for Change

(Adaptation from Taylor, Steven, Negotiation: A Tool for Change, DD Rights Center,
Center of Human Policy, Syracuse, NY (1979), reprinted from the Advocacy Training
Manual. Wisconsin Coalition for Advocacy (1996), pp. 27-30.)

Any time two groups with conflicting interests meet to discuss the issues between
them, they are negotiating. Sometimes the negotiations are explicit; that is, the
groups consciously draw on negotiating strategies. Usually they are not. Too often,
those who advocate for change enter into negotiations with only a vague sense of
what they hope to accomplish and how to accomplish it. This piece is designed to
‘enable consumers, parents, and advocates to negotiate effectively.

Short term -- Long Term

You can use negotiations to work for either short term or long term change. Short
term change usually means helping one or a small number of people without radically
altering the conditions that create the problems. Some examples of short term,
limited change are gaining access to previously undisclosed information or records;
obtaining entry to an institution; advocating for special ramps, toilet facilities, or
prosthetic devices for a small group of persons with physical disabilities; or working
for the establishment of a community residence for a small number of people. Each
of these short term changes represents a challenge to the usual policies and practices
of many service systems, but they do not represent broad sweeping reforms.

Long term change involves confronting systemic problems. Architectural barriers,
institutional abuse, segregation -- all are symptomatic of underlying problems in
societal attitudes and human services. In advocating for long term change,
negotiations should be used together with a larger set of strategies mapped out
beforehand. For instance, negotiating may be used along with media coverage,
investigations, public forums, letter writing campaigns, and litigation (see Biklen,
Douglas. (1974) Let Our Children Go: An Organizing Manual for Advocates and
Parents. Syracuse, NY: Human Policy Press.).

Approaches

Your approach should be determined by the intransigence, or willingness to change,
of the opposite side. As Des Jardins (1971) notes, “If a bureaucrat gives you what you
are entitled to, he is your friend. If he doesn’t, he is your enemy.” (Des Jardins,
Charlotte. (1971) How to Organize an Effective Parent Group and Move
Bureaucracies. Chicago, IL: Coordinating Council for Handicapped Children.)

You will sometimes need to take a “hard line” approach. When the opposing side
actively resists change, you will have to be confrontational. Often a conciliatory
approach will be most effective. For instance, when the opposition demonstrates
willingness to change through its actions, you can afford to adopt a softer approach.
But do not abandon your goals for the sake of getting along with bureaucrats and
officials. As Saul Alinsky (1972) noted, “Reconciliation means when one side gets the
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power and the other side gets reconciled to it, then we have reconciliation.”
(Alinsky, Saul D. (1972) Rules for Radicals. New York, NY: Vintage.)

Preparation

1.

Know when to negotiate. Negotiations should be held prior to more dramatic
or public actions, such as press conferences, demonstrations, or litigation, in
order to provide agencies with an opportunity to meet your demands before
you “go public.” You should enter into negotiations when informal approaches
fail; for example, when a parent’s requests for services are denied.

Obtain the backing of a group or a coalition of groups. Make sure you identify
yourself with consumer interests.

Setting up the negotiation. Request a meeting in writing. Your letter should
establish your own credibility, explain the general purpose of the meeting, and
specify which agency representatives should attend. Don’t give too much
information on your position beforehand. Save your demands and
documentation for the negotiation session. Follow up the letter with a phone
call to confirm the arrangements for the meeting. Be sure to find out which
agency representatives will attend.

Target. You should only negotiate with persons who have the authority to
make decisions. In most negotiations, you will want to meet with the head of

the agency.

What if they refuse to meet? First, appeal to their superiors; for example,
state officials when local agency representatives balk at meeting. Second, go
public: hold a press conference; organize a sit-in or demonstration.

Form a negotiating team. Any negotiating team should include at least one
consumer, a person well-versed in the law, and an “expert” in substantive
issues (someone who can respond to clinical or professional issues).

Prepare for the negotiation:

« Map out a set of strategies. What will you do if the negotiations do not
meet with immediate success?

+ Hold planning sessions. Identify the issues, formulate your demands and
fall-back positions, collect the facts, anticipate the opposition’s responses.

« Role-play the negotiation session.

Strategies for Effective Negotiation

1.

Control the negotiation session. You should define the issues and set the tone
of the session.

» Set the agenda. You might even come with a written list of agenda items.

« Choose your seating carefully. Don’t let an agency official hide behind a
desk or sit at the head of a table. This gives control over the meeting.
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+ Refer to them as they refer to you. Titles carry authority. Don’t let them
call you by your first name if they refer to themselves by their titles (i.e.,

Mrs. Ms., Dr.).
e Bring your documents, such as letters, to the session.

« Chair the meeting. Review the circumstances or case leading to the
meeting, the law, or other facts.

o Present your demands or positions clearly.

Numbers. Never negotiate when you are out-numbered. Leave if they try to
overwhelm you with sheer numbers of people.

Select a spokesperson. While all members of the negotiating team should
participate in the session, there should only be one person able to make
compromises.

Present a united front. Make sure that members of the team do not contradict
each other. The opposition will use this to resist change.

Know and cite the facts. Pay attention to officials’ defenses or responses.
Challenge them on the facts. Ask for specifics.

+ Know the agency and its services (budget, types of programs, etc.).
» Know the law and legal precedents. |
» - Be familiar with model programs elsewhere.

« Know their philosophy. Point to discrepancies between philosophy' and
actual practices. Hold them to what they say.

Know how people resist change (see also Biklen, 1974). Anticipate “cool outs”
and have your responses ready. Here are some of the more common “cool
outs” used to resist change:

« Double talk. “I agree with your philosophy, but . . .” (Challenge them to
act on their beliefs.)

o Passing the buck. “I agree with you, but I’m not in a position to make that
decision.” (Passing the buck is an age-old tactic used to maintain the status
quo. Force them to accept responsibility.)

« The money game. “We’d like to do what you ask, but we just don’t have
the money.” (There usually is enough money; it’s a matter of priorities.
Further, a lack of money does not excuse violations of people’s rights.)

» Expert knows best. “Most doctors say that . . .” or “according to research .-
..” (The fact of the matter is that research on these kinds of complex
problems has failed to provide conclusive answers.)

+ Cover up. “We have one of the best programs in the country.” (Know the
facts about programs elsewhere.)
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10.

1.

12.

13.

14.

« Blaming the victim. “These people are too retarded to live in the
community.” (Confront them on their backward attitudes. Don’t let them

blame the client for the system’s failures.)

« Turning the tables. “You’re too emotional,” or “You just have to be
patient.” (Don’t feel guilty about working for change. Why not feel
emotional and impatient about people’s rights?)

Be assertive, but don’t attack people personally. Distinctions between “good”
and “bad”  or “friendly” and “unfriendly” officials or professionals are
useless in a negotiating session. What is important is whether they yield to
your demands. Don’t be afraid to challenge “nice” people. Don’t hesitate to
be conciliatory with “unfriendly” bureaucrats who are forced to accept your
position.

Avoid being put on the defensive. Don’t beg; services should be available as a
matter of right, not charity. Don’t feel guilty; you are only asking for that to
which people are entitled. Refuse to discuss your own past actions and other
irrelevant issues (e.g., “That’s not the issue . . .”).

Use your anger strategically. Don’t express anger simply to vent your
frustrations. Show anger to make a point or to break a deadlock.

Create a record. Take a tape recorder to the meeting so that you have a
record of the proceedings. If you don’t have a tape recorder or if this is too
threatening to the officials, one of the members of your group should act as a
note taker. Don’t hesitate to ask a bureaucrat to repeat something “for the
record.” This will put them on notice that you mean serious business.

Latch on to any concessions. Refer to any concession, however tentative, as a
firm agreement on their part. Don’t let them back off. Chances are the
opposition is not as organized as you are. Its members may not agree with
each other. Treat the most conciliatory member as the spokesperson and his
or her statements as binding.

Establish firm timetables and standards of performance. Don’t accept vague
promises and empty statements. Ask them to be specific and to set firm
deadlines.

Don’t agree to do their work for them. Don’t write their policy statements; if
they aren’t committed enough to write them, they aren’t committed enough
to implement them. Don’t agree to establish programs; that’s their job.

Know what you will and will not accept.

« Prior to entering the negotiations, set maximum and minimum goals where
the mini-mum is the very least with which you would be satisfied. Never
compromise on the minimum.

» Make high demands and few concessions (Manus, Roger. (n.d.)
Negotiation. Chapel Hill: Developmental Disabilities Training Institute.).
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» Never settle for less than 100% of your demands. But don’t turn down less.
Just don’t settle for it. Keep the pressure up until you get the full 100%
(Des Jardins, 1971).

* Never compromise without any thought of future consequences (Manus,
n.d.).

« If you are not sure whether or not a proposed compromise is satisfactory,
don’t be forced into a premature agreement. Tell them you need time to
think about it.

15.  What if the negotiation session deadlocks?
+ Let them know you don’t think you’re getting anywhere.

» Walk out. A carefully orchestrated “walk out” may break the deadlock and
force concessions.

« Threats. Don’t hesitate to threaten other action, such as media coverage or
litigation. “The threat is usually more terrifying than the thing itself
(Alinsky, 1972).” Subtle threats are probably most effective since they
allow an official to “save face;” for example, “Look, the press is really
interested in these kinds of issues,” or “We don’t want to have to go to
court to resolve this issue.”

Follow-Up

1. Write a letter to the agency summarizing the major points discussed during
the negotiating session. The letter should highlight major agreements
reached during the session, agreed upon timetables and standards for
performance, and, if the session was unsuccessful, disagreements and glaring
examples of agency unresponsiveness. Carbon copies of the letter should be
sent to agency “higher-ups” as well as your own allies, whether consumer
groups or attorneys. The letter should clearly state that if the official’s
recollection of the meeting differs from your record (based on carefully
recorded notes or a tape recording), he or she should write you immediately.
A certified letter carries an official and formal aura. '

2. Successful negotiations. If you win your objective through negotiation, hold a
press conference and send out an “action bulletin” to your constituency
announcing a “major policy breakthrough.” Your negotiations can serve as a
precedent for other groups.

3. Further negotiations. Continue to negotiate only as long as you are making
significant progress. Don’t waste your time by negotiating with intransigent
officials. When negotiations seem to drag on and on, with no end in sight, tell
the officials that you want a firm decision within a specific time period.

4, Buck-passing. It is sometimes successful to negotiate around an issue with
representatives of more than one agency. When you find officials continuing to
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engage in passing the buck, call a meeting among all of the buck passers to
locate responsibility for providing services.

5. Unsuccessful negotiations. Long-term change is seldom accomplished through
negotiations alone. Do not be discouraged if negotiations do not result in
immediate systemic victories. By increasing your understanding of the system
and creating a record of attempts to resolve on a face-to-face basis,
negotiating paves the way for other strategies: press coverage, lobbying,
appeals to other authorities, litigation, public forums, and others.

Bureaucratic Tactics of Avoidance
(Advocacy Training Manual. Wisconsin Coalition for Advocacy (1996), pp. 16-17.)

All of us, at one time or another, have experienced dealing with a bureaucracy.
Whether we are dealing with an insurance company, our social service agency or the
Social Security Administration, for example, each of these “systems” or bureaucracies
can increase our frustration when we try to solve a problem or address a concern. The
following piece describes some of the common obstacles or tactics that individuals

- who seek resolution to a problem might experience within a bureaucratic setting.

This article not only identifies these “bureaucratic tactics of avoidance,” but also
describes useful strategies that you can apply to seek resolution to your concern or
problem. Bureaucratic tactics of avoidance are also very common when trying to
change a system. Systems advocacy is trying to bring about change for groups of
people, such as changing a policy or a law. To make such a change often involves
influencing a bureaucracy. For this reason, both individual and systems advocacy
examples are described below.

1. Refuse to give out the information.

This tactic is a basic tool for any bureaucrat. By refusing to give you the facts, the
bureaucrat hopes you will go away.

In order to reform the system or bring about a change, you need the facts. If you
have the facts, the system is forced to deal with you more openly and on a more
equal footing. Democracy depends on people having the facts. The refusal to give out
the information may sound like this:

e We don’t have that information.

« I’'m sorry, but s/he is not in today, is on vacation, is out sick, has not
authorized me to give out that information.

o Our computer is down.

e It’s confidential.

« We can only give out a summary. (They decide what is included and
excluded).

« I’m sorry, but we don’t think you need that information.
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Whenever you hear any of these statements, be on guard. Ask for a complete
explanation of why the information can’t be given. Ask when it will be available. Ask
who it is available to. Then check with several other sources to find out if the
information you have been given (or the excuse) is correct. If information is being
withheld from you, use this as an issue to organize around. A lot of pressure can be
brought on someone who is withholding information to which you have a right.

2. Give them a Red Herring to eat.

Whenever you are confronting the system, watch out for Red Herrings. When a
bureaucrat tries to get the subject changed from what you are concerned about to
what s/he wants you to focus on, s/he is trying to give you a Red Herring. You can
tell a Red Herring because it doesn’t smell right. The bureaucrat may sound like this:
“Why are you interested in that issue; it’s not very important. Why don’t you start
working on...” “Your issue is beside the point; it’s extremist; you haven’t done the
research; that point isn’t practical; etc.” Suppose you ask your favorite bureaucrat to
publish data by name, age, date, sex, types of problems, etc. S/he might answer you
with the statement that such data would violate the right of individual privacy. Then
s/he moves into a discussion of first amendment guarantees, U.S. civil rights, etc. In
the heat of debate, she might hope that you a) get tired and go home, or b) forget
the key issue.

When confronted with this tactic, immediately label it a Red Herring and don’t get
involved. Stick to the issue you want to discuss. You can always talk about the other
person’s issue at some later time.

3. Give the appearance of action without doing anything.

When faced with an obvious need for change, bureaucrats may try to give the
appearance of action without actually doing anything. This tactic may sound like:

“We have decided to appoint a committee to study the problem.”

« “We would like to set up a commission to handle the problem and want
members of your group to volunteer assistance because we don’t have any
money for staff.”

« “We would like several members of your organization to join an advisory
committee for this problem to help us work out solutions.”

« “We plan to issue a policy statement of that problem next week so that
everyone will know what to do in the future.”

Don’t accept these excuses. Set a reasonable amount of time for some real action,
and then tell everyone that you expect action by that date. Don’t join any study
committees or advisory groups which have no real power to do anything.

4, Make it impossible for people to be involved.

A simple and common. technique for the bureaucracy to maintain its control is to set
things up so that others can’t be involved. Some common examples are:

« Scheduling meetings during times when working people can’t attend.
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« Holding meetings in places which are difficult to reach or where people
don’t feel  safe. :

« Using language and terms which are difficult to understand, intimidating,
highly  technical, etc.

« Giving out guidelines or instructions which are too complicated to
understand, or too long and detailed that others become frustrated in
reading through them.

A key element in these tactics is to make it appear that the problem comes from
consumers, not the system. The bureaucracy sets up an opportunity to participate
and then points out that consumers are apathetic. When many consumers experience
the same problem like meeting time and place, excessive guidelines, etc., then you
have to put pressure on the system to find the solution. Make them responsible.

Some general suggestions and guidelines

Before you confront any bureaucracy, you should try to determine what kinds of
tactics are likely to be used. As soon as a tactic has become apparent, LABEL IT.
When you name the tactic publicly, it loses some of its power. When everyone
involved recognizes the tactic, you can counter it with a minimum of wasted effort.

Hopefully this chapter helped to beef up your advocacy skills, and you feel more
comfortable with the do’s and don’ts of advocating for yourself. We leave you with a
list of resources and a suggested reading on empowerment. We also wish you good
fortune in your own journey and hope that this Handbook is helpful to you in your own

healing and recovery.
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Resources
Wisconsin Advocacy and Disability Resources

ADAPT

Website: http://www.adapt.org (national website)
Wisconsin ADAPT

Steve Verriden

(608) 249-4308

Email: adaptsteve@charter.net

Karla Smith

(608) 242-5690 :

Email: angel53717@yahoo.com

Southeast Wisconsin ADAPT

Tobie Tyler & Roxan Perez

(262) 792-1478

Fax: (262) 792-1484

Email ttobielaw@aol.com or travelroxy®@aol.com

AIDS Network

Website: http://www.aidsnetwork.org
Madison Office

600 Williamson St.

Madison, WI 53703

(608) 252-6540

Fax: (608) 252-6559
Janesville Office

101 E. Milwaukee, Suite 96
Janesville, WI 53545

(608) 756-2550

Fax: (608) 756-2545

Beloit Office

136 W. Grand Ave. Suite 202
Beloit, Wl 53511

(608) 364-4027

Fax: (608) 364-0473

- AIDS NETWORK’S SERVICE AREA: Adams, Columbia, Crawford, Dane, Dodge, Grant,
Green, lowa, Juneau, Lafayette, Richland, Rock, and Sauk Counties

AIDS Resource Center of Wisconsin

The AIDS Resource Center of Wisconsin provides resources and advocates on behalf of
all people living with HIV and AIDS in order to end the pandemic and the human
suffering caused by HIV/AIDS.

820 Plankinton Ave.

Milwaukee, W1 53203

Website: http://www.arcw.org
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(414) 273-1991

(800) 359-9272

Fax: (414) 273-2357

(Serving Milwaukee, Ozaukee, Washington, and Waukesha counties)

Community Advocates Inc.
Community Advocates was founded in 1976 to work with low income and destitute

persons and families to gain and ensure access to programs and services that they
need to meet their basic needs and to live in dignity.

4906 West Fond du Lac

Milwaukee, W1 53216

(414) 449-4777

Serves Milwaukee County

DAWN (Disability Advocates: Wisconsin Network)

A statewide grassroots cross-disability network of people who care about disability
issues. DAWN supports legislative change in the programs and systems affecting
people with all disabilities. The Wisconsin Council on Developmental Disabilities
funds DAWN as part of the State Plan on Developmental Disabilities.

Website: http://www.dawninfo.org

Disability Benefit Specialists

Benefit Specialists provide confidential assistance at no charge to adults ages 18 to 59
with physical disabilities, developmental disabilities, mental illness and/or substance
abuse disorders on benefits related questions. (Individuals age 60 and older can
contact the Elderly Benefit Specialist Program in their county.) Currently, there are
Disability Benefit Specialists in 21 counties throughout the state:

- Barron, Brown, Calumet, Fond du Lac, Forest, Green, Green Lake, Jackson,
Kenosha, La Crosse, Manitowoc, Marathon, Marquette, Outagamie, Portage,
Richtand, Sheboygan, Trempealeau, Waupaca, Waushara, and Wood

Website: http://www.dhfs.state.wi.us/Disabilities/benspecs/program.htm
A map showing benefits counselors available in Wisconsin by county is available at:

Website: http://www.eri-wi.org/map/

Disability Drug Benefit Helpline
The Helpline helps anyone with disabilities under age 60 (or their friends or guardians)
with questions about the new Prescription Drug Benefit under Medicare Part D.

1(800) 926-4862
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Disability Rights Wisconsin (DRW) ‘

The Disability Rights Wisconsin is the state’s protection and advocacy agency for
persons with developmental disabilities, serious mental illness, or physical/sensory
disabilities.

Madison Office

131 W. Wilson St., Ste. 700

Website: http://www.disabilityrightswi.org

Madison, Wi 53703 '

(608) 267-0214 voice/TTY

Toll-free (800) 928-8778 (Toll free: voice/TTY for consumers and family members
only)

(608) 267-0368 (Fax)

(800) 926-4862 (Medicare Part D)

Milwaukee Office
~ Summit Place
6737 W. Washington Street, #3230
Milwaukee, Wl 53214
(414) 773-4646 voice/TTY.
Toll free (800) 708-3034 (Toll free: voice/TTY for consumers and family members
only)
(414) 773-4647 (Fax)

Rice Lake Office

801 Hammond Ave.

Rice Lake, WI 54868

(715) 736-1232 voice/TTY

(877) 338-3724 (Toll free: voice/TTY for consumers and family members only)
(715) 736-1252 (Fax)

Grassroots Empowerment Project

The Grassroots Empowerment Project works to create opportunities for people with
mental illnesses in order to exercise power in their lives. They provide systems
advocacy, information and funding opportunities to consumer run organizations
around the state.

P.O. Box 8683

Website: http://www.grassrootspower.org

Madison, Wil 53708-8683

(800) 770-0588
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Governor’s Committee for People with Disabilities

The Governor’s Committee is dedicated to enhancing the health and general well
being of disabled citizens in Wisconsin.

1 W. Wilson Street, Room 1150

Post Office Box 7851

Madison, Wisconsin 53707-7851

(608)266-7974

TTY: (608) 267-9880

Fax: (608) 266-3386

Website: http://www.dhfs.state.wi.us/Disabilities/Physical/gcpd.htm

Independent Living Council of Wisconsin (ILCW)
201 W. Washington Ave. Ste. 110

Madison, WI 53703

(608) 256-9257

Toll Free: (866) 656-4010

TTY: (608) 256-9316 Toll Free: (866) 656-4011
Fax: (608) 256-9301

Email: http://www.ilcw@ilcw.org/

Medigap Helpline

The Medigap Helpline (State Health Insurance Assistance Program) can help with
questions about health insurance; primarily Medicare Supplements, Long Term Care
Insurance, Medicare Advantage plans and other health care plans available to
Medicare beneficiaries.

Toll Free: (800) 242-1060

Mental Health America of Wisconsin

734 N. 4 Street MHA of Wisconsin - Office of Public
Policy

Milwaukee, WI 53203 133 S. Butler Street, Room 330
(414) 246-3122 (608) 250-4368

Toll Free (877) 642-4630 Fax (608) 442-7907

Fax (414) 276-3124
Email: info@mhamilw.org
Website: http://www.mhamilw.org

Mothers United for Moral Support (MUMS)

MUMS is a National Parent to Parent Network whose mission is to help parents who
have a child with any disorder, medical condition, mental or emotional disorder or
rare diagnosis make connections with other parents whose children have the same or
similar condition.

150 Custer Court

Website: http://www.netnet.net/mums/

Green Bay, Wisconsin 54301-1243 E-mail: mums@netnet.net

(920) 336-5333

(877) 336-5333 (Parents only please)
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Fax: (920) 339-0995

National Alliance on Mentally lllness (NAMI) of Wisconsin

The National Alliance for the Mentally Ill of Wisconsin (NAMI-Wisconsin) provides
support, education, advocacy and research on mental illness to consumers, families,
and friends of people with severe mental illnesses, such as schizophrenia, major
depression, bipolar disorder, obsessive-compulsive disorder, and anxiety disorders.
4233 W. Beltline Highway

Madison, WI 53711

Email: nami@namiwisconsin.org

Website: http://www.namiwisconsin.org

(608)268-6000

(800)236-2988 (in-state only)

Fax (608) 268-6004

New Partnerships for Women

The New Partnerships for Women project is a continuation of the Women and Mental
Health Study Site of Dane County (WMHSS). The purpose of the project is to continue
to build the capacity of the community to promote healing and recovery for women
who have histories of trauma, mental health, and/or substance abuse problems,
including women who are TANF eligible. The scope of the project includes: (1)
training activities, (2) consumer involvement and empowerment activities, (3) the
dissemination of information from the needs assessment of Dane County women who
have used mental health and/or substance abuse services, and (4) advocacy activities
on behalf of women who have experienced trauma, mental health, and/or substance
abuse problems.

128 E. Olin Ave., Ste. 202

Madison, WI 53713

(608) 268-1042

Email: npw@choiceonemail.com

The Prescription Drug Helpline Toll Free: (866) 456-8211

The Prescription Drug Helpline is a service operated by the Elder Law Center of the
Coalition of Wisconsin Aging Groups. Helpline counselors are available to provide
assistance to Wisconsin Medicare beneficiaries age 60 and older regarding prescription
drug benefits.

Respite Care Association of Wisconsin, Inc.

6320 Monona Drive, Suite 407

Madison, W1 53716

Website: http://www.respitecarewi.org/

Email: info@respitecarewi.org (608) 222-2033

Toll Free: (866) 702-RCAW (7229)

Fax: (608) 222-2034
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Wisconsin Association on Alcohol and Other Drug Abuse
6601 Grand Teton Plaza, Suite A

Website: http://www.waaoda.org/

Madison, WI 53719

(608) 829-1032

Toll Free: (800) 787-9979

Fax: (608) 829-3473

Email: waaoda®@tds.net

Toll Free: (866) 456-8211

Wisconsin Coalition Against Domestic Violence

The Wisconsin Coalition Against Domestic Violence (WCADV) is a statewide
membership organization of domestic abuse programs, formerly battered women, and
other individuals, that offers technical assistance and trainings geared towards ending
domestic violence.

307 S. Paterson St., Ste 1

Madison, WI 53703

Website: http://www.wcadv.org

(608) 255-0539

(608) 255-3560 (Fax/TTY)

Wisconsin Coalition Against Sexual Assault

The Wisconsin Coalition Against Sexual Assault (WCASA) works to promote the social
change necessary to end sexual violence in Wisconsin and to support a statewide
network of concerned individuals and organizations as they work towards this goal.
600 Williamson St., Ste. N-2

Madison, WI 53703

Website: http://www.wcasa.org

Email: wcasa@wecasa.org

(608) 257-1516 (voice/TTY)

(608) 257-2150 (Fax)

Wisconsin Coalition of Independent Living Centers (WCILC)

Independent Living Centers (ILCs) are private, non-profit, consumer-directed,
community- based organizations that provide services and advocacy by and for people
with all types of disabilities. They provide an array of services including peer support,
information, referrals, independent living skills training, advocacy, and community
education. WCILC can refer you to one of the eight Independent Living Centers (ILCs)
nearest you.

201 W. Washington St., Ste. 110

Madison, WI 53703

Website: http://www.wisilc.org

Email: ilcw@wisilc.org

(608) 251-9151

(608) 256-9316 (TTY)

(866) 656-4010 (Toll Free)

(866) 656-4011 (TTY Toll Free)

104



(608) 256-9301 (Fax)
Toll Free: (866) 456-8211

Wisconsin Community Action Programs (WISCAP)

1310 Mendota St., Ste 107 Madison, WI 53714
Website: http://www.wiscap.org/

Email: wiscap@wiscap.org

(608) 244-4422

Fax: (608) 244-4064

Wisconsin Council on Children and Families

A nonprofit, multi-issue child and family advocacy agency headquartered in Madison
and Milwaukee. The Council’s mission is to promote the well-being of children and
families in Wisconsin by advocating for effective and efficient health, education, and
human service delivery systems.

16 N. Carroll Street, Suite 600

Website: http://www.wccf.org

Madison, Wisconsin 53703

608.284.0580

Fax: 608.284.0583

Wisconsin Council on Developmental Disabilities

WCDD plans and advocates for adequate and appropriate supports for people with
developmental disabilities in Wisconsin.

201 W. Washington Street, Ste. 110

Madison, Wi 53703

Email: help@wcdd.org

Website: http://www.wcdd.org

(608) 266-7826

(608) 266-6660 TTY/TDD

(888) 332-1677 (Toll Free)

Fax: 608/267-3906 _

Disability Advocates Wisconsin Network (DAWN)

Advocacy website sponsored by the Wisconsin Council on Developmental Disabilities.

Website: http://www.dawninfo.org/

Wisconsin Early Childhood Association

744 Williamson Street, Suite 200

Madison, WI 53703

Website: http://www.wecanaeyc.org/ (608) 240-9880
Toll Free: (800) 783-9322

Fax: (608) 663-1091
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Wisconsin Early Childhood Association - Milwaukee Office
1556 N. Farwell Avenue '

Milwaukee, WI 53202

(414) 278-9322

Fax: (414) 278-9336

Wisconsin FACETS

Wisconsin Family Assistance Center for Education, Training and Support (Wisconsin
FACETS) provides advocacy, resources, and training on education for children and
adults with disabilities and their families.

2714 N. Dr. Martin Luther King Drive

Milwaukee, WI 53212

Website: http://www.wifacets.org/ (414) 374-4645

Toll Free: (877) 374-4677

Fax: (414) 374-4655

TDD: (414) 374-4635

Email: wifacets@wifacets.org

Wisconsin Family Ties, Inc.

Wisconsin Family Ties works with families that have children with severe emotionat
and behavioral disturbances and the professionals that work with these families.

16 N. Carroll St., Ste. 630

Madison, WI 53703

Website: http://www.wifamilyties.org

Email: info@wifamilyties.org

(608) 267-6888

(800) 422-7145

Fax: (608) 267-6801

Wisconsin Front Door Housing

The mission of wifrontdoorhousing.org is to assure every resident of Wisconsin is
granted an opportunity to obtain affordable housing. They assist low to moderate
income households with locating rental units by providing detailed and user-friendly
information.

Website: http://www.wifrontdoorhousing.org/

Wisconsin Head Start Association
122 East Olin Avenue, #110

Madison, W1 53713

Website: http://www.whsaonline.org
(608) 442-6879

Fax: (608) 442-7672
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Wisconsin Economic Development and Housing Authority (WHEDA)
201 W. Washington Ave., Ste. 700

Madison, WI 53703

Website: http://www.wheda.com/ '

Email: info@wheda.com

608-266-7884

TTY: 1-800-943-9430

Toll Free: 1-800-334-6873

Fax: 608-267-1099

Wisconsin Independent Living Centers
Access to Independence

2345 Atwood Ave.

Madison, WI 53704

Email: info@accesstoind.org

Website: http://www.accesstoind.org/
(608) 242-8484 (v)

TTY: (608) 242-8485

Fax: (608) 242-0383

Counties served: Columbia, Dane, Dodge, Green
Tribes served: Ho-Chunk Nation
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Government Resources in Wisconsin

County Human Services
Refer to the blue government pages in the telephone book for your county Human

Services Agency.

Office of the Governor

115 East State Capitol

Madison, WI 53702

Website: http://www.wisgov.state.wi.us/
(608) 266-1212

TTY: (608) 267-6790

Fax: (608) 267-8983

State of Wisconsin Board on Aging and Long Term Care
1402 Pankratz Street, Suite 111

Madison, WI 53704-4001

Website: http://longtermcare.state.wi.us/home/
Medigap Helpline: 1-800-242-1060

Ombudsman Program: 1-800-815-0015

Fax: (608) 246-7001

Email: BOALTC®@ltc.state.wi.us

State of Wisconsin Department of Administration
101 East Wilson Street

Madison, WI 53702

Website: http://doa.wi.gov/

State of Wisconsin Department of Agriculture, Trade and Consumer Protection
A state agency that takes complaints regarding unfair business practices, the safety
and quality of food, agricultural and commerce complaints, and other consumer
protection issues.

Division of Trade and Consumer Protection

PO Box 8911

Madison, WI 53708-8911

(608) 224-4949

Toll Free Consumer Protection Hotline: (800) 422-7128

Email: hotline@datcp.state.wi.us

Website: http://www.datcp.state.wi.us/
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State of Wisconsin Department of Corrections

3099 East Washington Avenue

Post Office Box 7925

Madison, Wisconsin 53707-7925
Website: http://www.wi-doc.com/
Phone: 608-240-5000

Fax: 608-240-3300

Email: docweb@doc.state.wi.us

State of Wisconsin Department of Health and Family Services

The state agency responsible for programs related to the health of individuals and
families in Wisconsin, with offices that specialize in developmental disabilities,
physical disabilities, sensory disabilities, psychiatric disabilities and issues relating to
the elderly.

1 W. Wilson St.

Madison, Wi 53702

Website: http://www.dhfs.state.wi.us (608) 266-1865

(608) 267-7371 (TTY)

Directory of Department Services:
http://www.dhfs.state.wi.us/data/servicesearch.asp
Directory of Hotline Numbers: http://www.dhfs.state.wi.us/data/hotline.aspref=hp

State of Wisconsin Department of Regulation and Licensing

Regulates and monitors professionals that require a license or certificate.
Credentialed health professionals monitored by the Department of Regulations and
Licensing (DORL) include nurses, physicians, psychologists, social workers, ect. Each
profession is regulated by the DORL is governed by a statute and administrative code,
which are rules of professional conduct and ethical practice for the profession.
1400 E. Washington Ave., Rm 112 '

P.O. Box 8935

Madison, WI 53708-8935

E-mail: web@drl.state.wi.us

Website: http://www.drl.state.wi.us

(608) 266-2112

State of Wisconsin Department of Workforce Development, Division of Vocational
Rehabilitation

A federal/state program designed to help find, retain, and improve the quality of
employment for people with disabilities.

201 E. Washington Ave.

P.O. Box 7852

Madison, WI 53707-7852

Email: dwddvr@dwd.state.wi.us

Website: http://www.dwd.state.wi.us
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(608) 261-0050 (voice)
(608) 243-5601 (TTY)

(800) 442-3477

(888) 877-5939 (TTY Toll Free)
Fax: (608)-266-1133

Social Security Administration in Wisconsin
Toll-Free:  (800) 772-1213

TDD: (800) 325-0778

Website: http://www.ssa.gov

Wisconsin Medical Assistance Information
Website: http://www.dhfs.state.wi.us/medicaid/index.htm

Wisconsin SSI Supplemental Security Income Information
Dept. of Health and Family Services

Website: http://www.dhfs.state.wi.us/ssi/

Division of Disability and Elder Services

1 W. Wilson St., Rm 450

PO Box 7851

Madison, WI 53703

(608) 266-6890
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Wisconsin Legal Advocacy and Legal Services Resources

Disability Rights Wisconsin (DRW)

The Disability Rights Wisconsin is the state’s protection and advocacy agency for
persons with developmental disabilities, serious mental illness, or physical/sensory
disabilities. -

Madison Office:

131 W. Wilson St., Ste. 700

Website: http://www.disabilityrightswi.org

Madison, WI 53703

(608) 267-0214 voice/TTY

Toll-free (800) 928-8778 (Toll free: voice/TTY for consumers and family members
only)

(608) 267-0368 (Fax)

(800) 926-4862 (Medicare Part D)

Milwaukee Office:

Summit Place

6737 W. Washington Street, #3230

Milwaukee, WI 53214

(414) 773-4646 voice/TTY

Toll free (800) 708-3034 (Toll free: voice/TTY for consumers and family members
only)

(414) 773-4647 (Fax)

Rice Lake Office:

801 Hammond Ave.

Rice Lake, WI 54868

(715) 736-1232 voice/TTY

(877) 338-3724 (Toll free: voice/TTY for consumers and family members only)

(715) 736-1252 (Fax)

Elder Law Center of the Coalition of Wisconsin Aging Group

A public interest legal services program serving persons aged 60 and over, operated
under the 4

umbrella of the Coalition of Wisconsin Aging Groups (CWAG). The Center engages in
systems advocacy for issues affecting people over age 60, and provides initial and on-
going training, legal support, and on-site supervision to a network of Benefit
Specialists in 65 of Wisconsin’s 72 counties.

2850 Dairy Drive, Ste. 100 ‘ Email: cwag@cwag.org
Madison, WI 53718 Website: http://www.cwag.org
(608) 224-0606 ,

(800) 366-2990

(888) 758-6047 TTY/Textnet

Fax: (608) 224-0607
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Altoona Office: : Milwaukee Office:

2427 N. Hillcrest Pkwy., Ste. 205 2601 W. Howard Ave.
(715) 836-2287 (414) 817-0030
Fax: (715) 836-5810 E-mail:

gmacinnes@cwag.org
E-mail: pgibson@cwag.org

The Prescription Drug Helpline

The Prescription Drug Helpline is a service operated by the Elder Law Center of the
Coalition of Wisconsin Aging Groups. Helpline counselors are available to provide
assistance to Wisconsin Medicare beneficiaries age 60 and older regarding prescription
‘drug benefits.

Toll Free: (866) 456-8211

Lawyer Referral and Information Service of the State Bar of Wisconsin
Provides free referral to an attorney, legal agency, or other legal service with the
specialty needed. ‘

(800) 362-9082

(608) 257-4666

Website: http://www.wisbar.org/bar/sblris.htm

Legal Action of Wisconsin
Provides civil legal services to low income people.
Website: www.badgerlaw.net

Milwaukee Office: Madison Office:

230 W. Wells St., Room 800 31 S. Mills St.

Milwaukee, WI 53203-1866 Madison, Wl 53715

(414) 278-7722 (608) 256-3304

(414) 278-7156 FAX (608) 256-0510 FAX

(888) 278-0633 Toll Free (800) 362-3904 (outside Dane County)

Serving: Milwaukee and Waukesha counties  Serving: Columbia, Dane, Dodge,
Green, lowa, Jefferson, Lafayette,
Rock and Sauk counties

National Resources

American Association of People with Disabilities

‘The largest national nonprofit cross-disability member organization in the United
States, dedicated to ensuring economic self-sufficiency and political empowerment
for the more than 56 million Americans with disabilities. AAPD works in coalition with
other disability organizations for the full implementation and enforcement of
disability nondiscrimination laws, particularly the Americans with Disabilities Act
(ADA) of 1990 and the Rehabilitation Act of 1973.

Website: http://www.aapd-dc.org
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American Counseling Association
5999 Stevenson Avenue

Alexandria, VA 22304-3300

Website: http://www.counseling.org
(703)823-9800

(703) 823-6862 TDD

(800) 347-6647 Toll Free

(800) 473-2329 FAX

American Nursing Association

8515 Georgia Ave., Ste. 400

Silver Spring, MD 20901

Website: http://www.nursingworld.org
(800)274-4262

American Psychiatric Association
1000 Wilson Blvd., Ste. 1825
Alexandria, VA 22209-3901
Website: http://www.psych.org
Email: apa@psych.org

(703) 907-7300

American Psychological Association
750 First Street, N.E.

Washington, DC 20002-0202
(800)374-2721 (202)336-5500
Website: http://www.apa.org

Fax: (202)336-5997

Center for Mental Health Services

CMHS leads Federal efforts to treat mental illnesses by promoting mental health and
by preventing the development or worsening of mental illness when possible. CMHS is
a component of the Substance Abuse & Mental Health Services Administration
(SAMHSA), U.S. Department of Health and Human Services. Specific information for
consumers/survivors also is available on the Center’s website.

PO Box 42557 ,

Website: www.mentalhealth.samhsa.gov

Washington, DC 20015

(800) 289-2647

(866) 889-2647 (TDD)

(240) 747-5470 (FAX)

Center for Psychiatric Rehabilitation

The Center for Psychiatric Rehabilitation is a research, training, and service
organization dedicated to improving the lives of persons who have psychiatric
disabilities by improving the effectiveness of people, programs, and service systems.
940 Commonwealth Ave. Website: http://www.bu.edu/cpr

(617) 353-3549

Boston, MA 02215
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