
Fight for Your Rights

The basics everyone with a 
disability needs to know



Principles of Advocacy

Power imbalance 

Individual and Systemic advocacy are 
connected

Peer/Group advocacy: Power in the group

Awareness of games the systems plays 
(particular problem in mental health world)

Patience and persistence 



Principles

Partnership with client

Commitment to issue and follow 
through

Determination and Persistence

Trust in yourself, your client and the 
power of the truth 



Strategies of Advocacy

Know the enemy; plan the strategy

Flexibility and back up

Take care of emotions (one of the 
games is emotional abuse)

Documentation

Research and check with others as to 
application of regulations



Types of Advocacy

Benefits advocacy (to obtain or maintain eligibility or a specific 
service for any kind of benefit such as SSI, Medicaid, etc.)
Quality advocacy (to obtain a specific manner of service delivery or 
frequency of service ñin other words, once you have the service 
but need it to be delivered a certain way.
Government Intrusiveness ñstopping it:  To assist someone in 
getting an intrusive aspect out of his or her life, or to assist in 
creation of an attitude adjustment on the part of the intruder.
Systems Advocacy: Changing a rule, practice, or law that creates 
problems for beneficiaries.

-Legislative advocacy is either trying to get a law passed, kill a proposed bill 
or modify a proposed bill via an amendment.
Regulatory advocacy is to influence the development of rules at the state or 
local level
Grassroots advocacy is to protest, sit -in, or take other group action to force 
someone in power to deal with an issue.



In any kind of advocacy 

1) Define the problem -
there may be many but 
take them one at a time
2) Determine who has 
power to fix the problem. -
This may be through a 
formal system such as an 
appeal
3) Determine remedies.
Sometimes you can do more 
than one action
4) Develop game plan
This should be flexible
5) Implement game plan.

6) Watch for 
deadlines
7) Document 
everything (do not be 
afraid to record or 
video)
8) Research and know 
the laws
9) Continually revise 
strategy ñalways 
consult with client.
10) Celebrate 
victories.



Empowerment

Empowerment of an 
individual means 
giving them tools to 
take back what 
should have been 
theirs.  For people 
with disabilities 
this often means 
freedom and self -
determination



Advocacy

Advocacy, for 
individuals, is assisting 
a person to gain a 
benefit, service, 
status or right.  We 
use individual advocacy 
to track and change 
systemic problems.  
Advocacy is not about 
being fair, balanced or 
seeing both sides.



Issues in Advocacy in Colorado

Compliance: (do we set up barriers, what is 
non-compliance, forced compliance)

Consumer Control: (of resources and 
services)

Access: (to appropriate care, services, 
doctors and medication)

Olmstead: (Supreme Court decision -see 
attached handout)



How to work with Advocates

Respect for our 
different roles

Be honest

Donõt use 
confidentiality as a 
weapon (but follow 
the law)

Understand client 
preferences



How to recognize abusive 
advocate

Check their 
intentions (if to 
control that is 
problem)

Contradictions 
between advocate 
and client 
statements

If advocate speaks 
negatively of client



What does it take to be a good 
advocate?

Â Knowledge of òthe systemó ðor willingness to learn.

Â The conviction that people have the right to receive 
necessary services.

Â Good judgment.

Â The ability to do research. 

Â Commitment.

Â Time.

Â The determination to fix the problem.



Ethics of Advocacy

Follow through.
Assure the person gets what he or 
she wants.
Make or facilitate changes demanded 
by the client(s).
Be honest with your client.
Refuse advocacy in case of ethics 
conflict.



Ethics continued

Never make a promise that you cannot keep (e.g. 
donõt tell a group if you do X we will protest unless 
you know for a fact you can pull it off)
Never say something is so unless you can prove it
Always do what you agreed to do in the meeting
Feel free to ask input
You represent CCDC, not everyone with a disability 
When in doubt look at our mission, vision and 
values 



An Advocate is

A volunteer.

An activist.

A promoter.

An ally.

A defender.

A fighter.



Games the system will play

When you are a 
volunteer on an 
advisory committee or 
a support group leader, 
the system will like 
you and be nice.  There 
is nothing wrong with 
these roles, however 
they do not threaten 
the status quo



Games the system will play

Once you become 
an advocate you are 
involved in 
empowermentñ
taking back power.  
This is a threat.



Games they will play

Deflect by blaming 
client

Deflect by 
changing subject 
(it is the budget 
cuts)

Throw a red 
herring

Use bureaucratic 
road blocks

Divide and conquer

Wild Goose Chase

Retaliation against 
advocate and client

What other games 
have you 
experienced?



When they play games

Fight fire with fire

Do not allow it

Power in numbers, 
never go along

Power in numbers, 
never go alone

Document everything 
in any way you need to 
do it

Prevent retaliation 
by addressing it 
upfront
Confront the 
behavior
Have your research 
done
Know your opponent



Safety

Used as a weapon 
against people with 
disabilities.
Challenge concept
Challenge their 
reality (how safe is 
a nursing home or 
mental hospital?)
Dignity of Risk



Confidentiality

System will use it as weapon but they 
have legal authority to do so.

Always get a release of information 
from client or guardian.

HIPPA-privacy regulations in effect 
as of April 2003



Confidentiality

òSystemó will try to use to block 
advocacy efforts
Always, always get a Release of 
Information
HIPAA ðFederal privacy regulations
Never share personal or medical 
information unnecessarily or outside 
the client relationship.



Cooptation

Being bought out 
by those 
threatened by your 
newfound power.  
Bought out may be 
financial, but it 
may be using other 
tactics such as 
appealing to ones 
sense of pride, etc.



Common methods of Cooptation

Hiring the person, 
then making the 
person lose benefits 
and becoming 
dependent on job.  
Then using employment 
as silencer
Appointing person to 
higher ranking roles, 
becoming emotional 
support and telling new 
leader that they are 
òsymptomaticó when 
new leader is speaking 
out

Create dependency 
in new leader ($, 
emotions, etc) then 
threaten to pull 
that for 
òdisobedienceó.

Trashing new 
leader to others or 
trashing new 
leaders affiliates 



How to avoid cooptation

Never go alone

Brutal self honesty 
and honesty with peers

Spend more time with 
peers than with the 
other side

Reality check with 
peers not 
professionals

Never go alone



Individual Advocacy

Assisting an individual to obtain a 
benefit or service or
Assisting an individual to change a 
benefit or service  or
Assisting an individual who wants 
services or benefits to remain as is or
Assisting an individual who does not 
want services or benefits



Due Process

Applies to any 
benefits that are paid 
for or given by the 
Government

They are considered 
property rights

The government 
cannot take them away 
before giving you due 
process

This means you 
have a right to 
know what they are 
going to do before 
they do it and

That you have a 
right to receive 
adequate notice 
and a fair hearing



Notice Requirements

Written notice before the 
action is to happen
Notice says what action will 
be.
Notice gives regulations 
that government believes 
gives authority for actions.
Notice gives clinical reason 
and who made decision if 
this is about medical 
necessity or disability 
determination.
Notice explains right to 
appeal and how to appeal



Appeals

Right to appeal if 
request in time
Right to continue 
benefits -shorter 
timeline
Request must be in 
writing, but may be 
simple
Can request face to 
face or telephone 
hearing.
Deadlines vary by 
system and issue



Entitlement

Entitlements are 
programs that are 
available for anyone 
who qualifies and are 
means tested.  
Qualifications are 
written into law and 
means tested are 
programs that are for 
people below a certain 
income and asset level. 
Entitlements all have 
due process.

Insurance programs 
are those where 
people pay some sort 
of premium or 
otherwise earn the 
right to the insurance.  
Insurance has some 
due process rights
Charities are programs 
set up by private 
entities for specific 
purposes.  They do not 
require due process.



Solutions

People need to know what 
they should expect

Get it in writing ñ
document

File appeals when denied 
(you can always change 
your mind later)

Let the system know 
what is and is not 
working

If someone tells you 
something that sounds 
wrong ask for a 
citation



Systems Advocacy

We use our individual situations to 
learn about what rules, policies, laws 
need to be changed and then seek to 
change them.

We demand a voice at the policy -
making table.  We have our trained 
representatives at these meetings.



Ways to Make Change

Once you determine 
the problem you need 
to determine how to 
fix it.  That might be 
changing a regulation, 
changing a law, 
changing a policy, 
changing a program, 
developing a new 
program or educating 
the community.  It 
might also mean 
enforcing an existing 
law, regulation or 
policy. 



How to determine what the 
problem is

Federal State Local

Law Regulation Policy

Violation Interpretatio
n

Attitude



You Can Fight City Hall

Never doubt that a small group of 
thoughtful committed citizens can 
change the world.  Indeed, it is the 
only thing that ever has.  Margaret 
Mead.



To change a law or regulation

Determine the 
problem and solution
Write a concept paper
Find allies to be on 
your side
Meet with decision -
makers
Outline your plan and 
know their system (e.g. 
legislature or 
regulatory board)

Get commitment for 
sponsor
Meet with opposition 
and convince neutral 
parties to support 
your point of view
Nurture it through the 
process
Celebrate success
If at first you donõt 
succeed try again ñand 
again



To enforce an existing law or 
regulation

Start with writing a 
letter to person in 
charge outlining what 
is not being enforced.  
Be specific and include 
only one issue but 
several examples.
Ask for response or 
meeting to develop 
resolution by a date 
certain
If that does not work 
go higher

If there is a formal 
way to file a complaint 
do so.
If it is a disability 
rights law consult 
CCDC.  
If it is about a benefit 
file an appeal
If this does not work 
go to court.  You need 
an attorney for most 
court things but you 
can do some things on 
your own such as small 
claims court. 



For any social change

Need to do this as a 
group
Need to gather 
evidence (testing is 
good way to do this)
Need to agree on 
problem and solution
Need to define target 
and action plan 
People need to follow 
through on 
commitments



For any social change

Need one person to act as 
coordinator ñgroup must 
speak together and 
coordinator should make sure 
everyone else is doing their 
job.
Need to re -evaluate action 
plan as you progress
Need to continually do 
education to build allies
Never make a threat you 
cannot carry out
Keep your eyes on the prize
Do not get distracted by side 
issues



Bringing the grassroots inside

We have the right 
to be at the fancy 
tables
This is about 
pushing the 
envelope and 
changing the 
balance of power
Assess power, know 
the players



Principles of Representation for 
CCDC

You are there to represent a cross -
disability perspective
Your story is important but not the 
only story, often it is best not to 
share your personal information
You are not one of them
You must talk to others in the 
community



Representation 

During the internship period you will 
either be paired with someone or you 
will report back after each meeting.
You can get background information 
from CCDC or we will help you get it 
from the group.
We will with you on getting 
accomodations



The Various Tables

Boards and 
Commissionsñ
appointed by the 
Governor and 
confirmed by the 
Senate

Type Two Boards -
appointed by the 
Executive Director of 
an agency

Add Hoc Committee to 
work on specific 
problem

Standing advisory 
committee for 
oversight of a program

Work group -task 
force ñcoalition to 
accomplish a specific 
goal



When at meetings

Do the reading ahead of time ñif you have 
questions ask

Feel free to speak up ñknow the agenda 
ahead of time

Remember you represent a whole 
communityñthink from the perspective of 
all disabilities

Bring someone else if you feel intimidated



After the meeting

Fill out the meeting form

If you feel upset or that things did 
not go well go over the meeting with 
Julie or another lead advocate

If you feel uneducated about the 
program or topic ask for reading 
material or help to understand



Meeting Procedures

Roberts Rules of 
Order

Voting vs. consensus

Chair vs staff

Strict membership vs. 
open

Minutes, committees, 
structure


