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Who Are We, Anyway? 

By Phil Pearson 

Here I was, worried about 

what to write about for this 

newsletter.  I guess that I 

shouldn’t worry so much 

because the “ugly” always 

raises it’s head.  Just like 

bad behaviors, you can only 

hold them down for a while, 

then something happens. 

In 2007, when Senator King 

was still alive and my sena-

tor,  I was on a letter writing 

campaign to bring attention 

to the waiting list issue.  I 

wrote to Senator King who 

promptly forwarded the letter 

to APD in Tallahassee.  The 

letter was in reference to 

legislation putting foster kids 

ahead of those already on 

the waiting list.  I didn’t un-

derstand it and wanted to 

know why King voted for it. 

Well,  someone from APD 

wrote me indicating that if 

they get these kids early, 

they could fix them.  This is 

funny in itself because it was 

the first time that I had 

someone tell me that they 

could fix mental retardation. 

But,  that’s not the point.  

The point was that Senator 

King washed his hands of 

my questions and passed 

the buck on to APD.  In a 

later meeting that I had with 

him, he pointed out that DD 

was not his expertise and 

that I should go to another 

Senator for help.  He did not 

get it.  He was my senator 

and, as such,  should de-

velop the expertise and work 

the issue, whatever it was. 

I just saw this happen again 

with another legislator, one 

that I know and one that 

supports us.  

I went to a local advocate 

meeting where we had quite 

a discussion.  All of the par-

ents were upset.  Apparently 

a child of one of the parents 

there was expelled from his 

day work program.  Now,  

this person is on the wait list 

and has no other day activ-

ity.  He would get up during 

the day and walk around so 

the staff had to get up and 

go get him and tell him to sit 

down.  A really tough job but 

someone had to do it and 

apparently the staff person 

didn’t like it.  Bottom line is 

that he was out because of 

a behavior.  No hearing, no 

alternatives, no nothing! 

Parents at the meeting were 

scared to death that if they 

could do it to one student, 

no student was safe. 

A few months earlier we had 

a Family Care Council meet-

ing where our AA introduced 

his new behavioral special-

ist.  That parent was there 

and explored the idea of the 

specialist stepping in and 

providing some behavioral 

counseling to both the staff 

and his son.   

For whatever reason this did 

not happen.  An opportunity 

lost for the local APD.  They 

could have helped someone 

on the wait list.  But again, 

that’s a story for another 

day. 

I also suggested to the par-
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Unbelievably, it’s been just 
one year since APD first 
gathered a group of 16 
stakeholders—individuals 
with developmental disabili-
ties, family members, waiver 

support coordinators, large 
and small providers, and 
advocates—to begin build-
ing a new waiver system.  
What happened during this 
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enjoyment to people who need it.  I sup-

pose that this decision will be continually 

revisited as 

we move 

into the fu-

ture but for 

n o w , 

that is 

w h o 

w e 

are. 

The impact was high-lighted to me 

when Sandy and I and our son, 

Bill, attended our ARrcs yearly 

dinner/dance.  It was held at the 

Portuguese-American hall in Palm 

Coast.  I just couldn’t believe the 

attendance.  It was a large hall and was 

filled wall to wall with all kinds of folks.  

What a great 

time.  It made 

me proud to be 

a part of the 

group. 

You can visit 

our website at: 

 

www.arcflagler.org   

email from one invited candidate that he 

was booked at the same time on the same 

date, in the same building in another room 

for a legislative debate for the Palm Coast 

Civic Association.  It never dawned on us 

that other organizations were doing the 

same thing. 

To make a long story short,  I cancelled 

our forum (after writing invitation letters to 

12 candidates) and our FCC send post-

cards to all of the Flagler families in the 

APD system inviting them to the Civic As-

sociation forum.  In addition,  we gener-

ated a set of questions for the association 

to pass on for the judges, school board 

and legislative candidates. 

This worked out great!  We had our 

questions asked, we had our folks at the 

meeting and the civic association set it 

all up. 

I wondered how this would all go during 

the debate. 

I showed up early and met my counter-

part for the civic association and took my 

seat.  I was later joined by Rosemary 

and Irene and Fred and our AA, Ed. 

First up was the judges.  The decision 

was made to not allow audience ques-

tions for them.  I am not sure I under-

stand this but that is the way that it was.  

(Continued on page 3) 

Last year our local FCC held a legisla-

tive forum.  We had a few legislators, 

and some aides but, overall,  not a lot 

of attendance by legislators.  We had 

about a dozen or so people attend and 

we got to tell our stories but we didn’t 

feel that we had the impact that we 

should have.  We vowed to do better 

next time.   

We thought that part of our problem 

was that we had the event at the end 

of January so we decided to move it 

back to October before any elections.  

This, we reasoned,  would give info to 

our families about how to vote. 

Scheduling went fine until we got an 
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Attend a Legislative Debate Attend a Legislative Debate Attend a Legislative Debate Attend a Legislative Debate     

By Phil PearsonBy Phil PearsonBy Phil PearsonBy Phil Pearson    

My Local  A r c  
B y  

Ph i l  p e a r son  

I joined my local Arc a few years ago so 

that my son could take part in some 

social and entertainment opportunities.  

Another reason was to introduce these 

parents to our local FCC.  Attending the 

mee t i n g s 

gave me 

an opportu-

nity to both 

meet the 

people and 

give them 

an update 

on what 

was hap-

pening (or 

not) with 

legislation and other issues pertinent to 

them. 

It is a great group of par-

ents who work very hard 

to provide these opportu-

nities for our kids. 

Our Arc is a bit different 

from others.  We are not a 

service provider.  We only 

provide entertainment 

opportunities for our 

“special friends”.  Not very 

earth shattering and we 

certainly don’t make any 

money but we sure help provide a lot of 

President Obama Signs 

Rosa's Law  

Contributed by Deb Linton, Florida Arc 

President Barack Obama 
has signed into law 
Rosa’s Law, which will 
change references in fed-
eral law from mental re-
tardation to intellectual 
disability, and references 
to a mentally retarded 

individual to an individual with an 
intellectual disability. 

Rosa’s Law replicates a law recently 
adopted in the state of Maryland. 
The family of Rosa Marcellino, a nine 
year-old girl with Down syndrome, 
worked with their state representa-
tive to pass the legislation in the 
Maryland General Assembly. Shortly 
before it passed the Assembly, 
Senator Mikulski met Rosa’s mother 
Nina Marcellino at a roundtable on 
special education. Senator Mikulski 
promised that if Rosa’s Law passed 
in Maryland, she’d take it to the Sen-
ate floor. 

Legislation will be introduced in Flor-
ida to change terminology in state 
statutes as well. 

Join and support your local Arc! 



ent that they contact their legislator and 

ask him to help with the issue.  I figured 

maybe a phone call to the day program 

or the local school.  After all,  the legis-

lator approves the adults with disabili-

ties grant that funds this program. 

Boy, you guys are smart!  You guessed 

it again.  The legislator’s staff referred 

the parent to APD.  It is like a cat chas-

ing its tail. 

This prompted me to write a letter to the 

legislator pointing out that he should not 

just refer families in trouble to state 

agencies, like APD.  APD only provides 

help to families that have Medicaid 

Waiver funding.  Those that don’t are 

told—sorry, no funding, no help. 

So,  there are a few things that need to 

change here. 

First,  our legislators must never just 

refer our citizens in need to a state 

agency without following up personally.  

They seem to have the impression that 

just because they created the Agency 

for Persons 

with Disabili-

ties that they 

would natu-

rally help 

s o m e o n e 

that asked.  I 

guess that 

we need to 

change the 

law so that 

this actually happens.   

And the second is that we DO need to 

change the legislation so that APD ac-

tually helps families that ask. 

So, now you know the rest of the story.  

Who are we anyway?  Certainly the 

legislators don’t know.  They don’t even 

understand the detailed workings of 

their own agencies. 

Did you make your appointment to talk 

with your legislator?  You need to be-

cause it is the only way that they will 

know who we are. 

(Who are we, anyway? Continued from page 1) 

Area 1 FCC held their monthly meet-
ing on October 21st at the Silver 
Sands School in Fort Walton Beach 
with a local attorney, Tracy Strom as 
our guest speaker highlighting infor-
mation everyone needs to know about 
guardianship and less restrictive op-
tions. 
 
Area 1 encompasses the four coun-
ties of Escambia, Santa Rosa, Oka-
loosa, and Walton.  Since almost all 
meetings are held in Escambia 
County it was important for us to ven-
ture east and try to include the folks 
who normally are unable to attend.  
We hope to increase our Council 
membership thereby increasing our 
ability to reach further into the service 
community. 
 
To stir up interest this past year, Area 
1 has brought in speakers on a variety 
of topics such as transition services, 
recreation opportunities, Social Secu-
rity, transportation issues, guardian-
ship and other legal options.  In No-
vember we will host guests from local 
support groups such as UpSideTo-
Downs, Autism Pensacola and the 
Civitan Club.   In December we will 
hold a business and planning meet-
ing.  
 
The majority of the Area 1 council 
members are "newbies" and while we 
may have struggled a little this past 
year, we are hopeful for a more suc-
cessful 2011!  

Highlighting Area 1 FCC 

By  

Michelle Gross, FCC1 vice-chair 

bringing up our issue. 

 

Schedule and/or 

attend a debate 

in your area! 

P A G E  3  would be this easy or obvious.  I don’t 

know if the result is correct but it 

made the decision making process 

easy.   

Only one 

j u d g e 

r e a l l y 

knew what 

a develop-

m e n t a l 

d isab i l i t y 

was.  One 

was a 

“strict con-

structionist” who answered every 

question by saying that he would go 

back to the constitution to figure out 

his rulings.    There was not even a 

hint of a heart in this person.  Another 

one sneered and made faces during 

the entire debate.  Another was obvi-

ously a “sleeze”.  You get the picture. 

During the legislative part of the de-

bate we had legislative and senatorial 

candidates.  None of them had a clue 

except for Representative Proctor who 

has been working with us for the past 

couple of years.  One of the candi-

dates pointed out that he was an ex-

pert because 

his transporta-

tion company 

h ad  g i v en 

some of our 

people rides in 

the past.  Kind 

of like “I had a 

friend that was 

one”. 

W h e n  t h e 

senators spoke, we got to see some 

real political footwork.  It was really 

entertaining watching them try to 

cover their tracks.  I don’t think that 

they have ever had to answer these 

types of questions before. 

I sat there and was thinking to my-

self—”my God!”.  But, I must say that 

there were a number of good things 

that happened here. 

First,  for the first time,  I knew who to 

vote for amongst the judges.  Second,  

our issue of DD was raised at these 

debates.  Third, some candidates 

were visibly embarrassed because 

they didn’t know anything about the 

issue.  Fourth,  our people were there 

watching what was going on.   

This only a start!  We need to keep 

going and keep asking and keep 

V O L U M E  1  I S S U E  2  

The debates were informative, and 

entertaining to say the least! 

Schedule and/or attend one 

in your area! 

Our legislators live in a world where 

they think that their agencies help 

people when they are referred to them. 

This debate was fun.  Put 4 lawyers in a 

line-up and hear them take positions on 

issues and it quickly becomes clear who 

you will vote for.  I didn’t think that it 

(Legislative debate Continued from page 2) 
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past year, and where are we today? 

We had 5 in-person, 2-day stakeholder meetings, 
and 4 conference calls to develop the ibudget 
Florida plan and policies. 

We wrote a 216 page plan (online at 
www.apdcares.org; click “ibudget Florida” icon 
on the right) describing our vision for the new 
system. 

We had 12 public meetings across the state to get 
feedback from individuals, families, waiver 
support coordinators, providers, and advo-
cates on the ideas and draft plan. 

The Legislature approved the ibudget Florida pro-
gram, and the Governor signed it into law! 

We wrote an application for a new waiver and 
gave it to the federal government, which has 
already begun reviewing it. 

We chose the initial phase-in area—Area 2B 
(Leon, Gadsden, Wakulla, Taylor, Franklin, 
Madison, Liberty, and Jefferson Counties).  
We began sharing information with the indi-
viduals, families, waiver support coordinators, 
and providers in these counties. 

We created a video to tell people about ibudget 
Florida—view it at http://apd.myflorida.com/
ibudget/video/index.htm. 

We almost finished the first phase of a new online 
ibudget Florida system.  This system will help 
individuals, families, and waiver support coor-
dinators have more choice and control over 
services and help speed the process of ser-
vice planning and approval. 

We’ve begun the rule development process. 

 

So what does this mean?  It means that APD is well on its 
way to making ibudget Florida a reality!  Since ibudget Flor-
ida is in state law (s. 393.0662, F.S.), APD can expand 
ibudget Florida across the state.  Once the federal govern-
ment approves our waiver, the agency will begin transition-
ing people in the first eight counties mentioned above to 
ibudget Florida.  After APD has tested and refined its proc-
esses and policies with the first group, the agency will begin 
expanding across the state.  When ibudget Florida is fully 
implemented, the tier system will go away. 

 

What is ibudget Florida?  It’s a way for APD to better man-
age the waiver system, while giving customers more flexibil-
ity.  Individuals will get an allocation of funds, or budget, at 
the beginning of the service plan year.  They will choose 
how to spend it on waiver services.  Waiver support coordi-
nators will still assist individuals and families.  With our new 
online system for developing and reviewing cost plans, in 
many cases service approval will take as little as one day. 

 

(I-Budget Continued from page 1) ibudget Florida is designed to give individuals more self-
direction and to be simpler, more equitable, and sustainable into 
the future. Will it give individuals and families more choice and 
control with how they use their waiver funds? Yes. Will it help 
them get their chosen services faster? Yes.  Will things be per-
fect for individuals under ibudget Florida?  Unfortunately, noth-
ing is perfect.  Will ibudget Florida fix the funding problems due 
to Florida’s tough economy?  No.  Will it help the waiver pro-
gram be around for the long term so it can serve individuals with 
developmental disabilities far into the future?   That is the goal! 

 

ibudget Florida will be for individuals who are currently enrolled 
in a waiver.  Individuals in CDC+ will receive an ibudget Florida 
allocation but will follow CDC+ policies in using the funds. 

 

APD will continue to provide information to customers about 
ibudget Florida in the future.  In the meantime, visit our website 
at www.apdcares.org for more information or to submit ques-
tions or comments. 

ibudget—my take 

By 

Phil Pearson 

I was part of the original team that worked on the development 

of the ibudget along with Betty K, Patty and many others.  I 

really liked the way that Jim D. included all of the players and I 

wish that the legislature could do the same with other issues 

that affect us. 

I see this ibudget as a way to fairly and equitably  distribute the 

funds that APD has control of to families on the Medicaid waiver 

and is, essentially, the second part of the grand plan of support 

for our community in Florida.  The first was the re-prioritization 

of the waitlist and the third is mobilization of our families to sup-

port getting more funds as we come out of this economic reces-

sion. 

In addition,  as APD proves that it can do a good and fair job,  I 

am hopeful that the legislature will see this improvement in 

credibility through new eyes and votes to give us more funds, 

which will, of course, go to families on the waitlist in the new 

priority order as established by the legislature a few years ago.   

So, I think that we all need to support this new ibudget, both on 

and off the Medicaid waiver.  It is in all of our interest. 

The questions that now need to be asked are how ibudget re-

lates to managed care.  I would sure hate to see a good plan 

thrown out for something that we don’t have a clue about how it 

will affect our folks. 

So,  think hard and keep asking good questions.  And, of 

course,  keep meeting with your legislators. They still don’t 

know who we are and, I think, would really wish that we would 
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FCC Travel, an editorial 

Phil Pearson 

Well,  last week we received the memo detailed to the 

left of this column.  It was generated after a few of our 

FCC members attended a conference in another state. 

Their plans and proposed expenses had been approved 

by their local counsel and local office so it was assumed 

that everything was AOK.  Guess not.  Shortly before 

taking off,  word came down that things were not ap-

proved.  What a mess! 

Bottom line is that we think that the travelers will be re-

imbursed for their efforts but aren’t quite sure just yet.  

This kind of hassle has been going on in various areas 

for quite a while and it is about time that it got fixed. 

Now keep in mind that we have talked about creating a 

set of policies defining how we and APD interact. 

So-o-o-o,  this is actually a good thing.  Before, we didn’t 

have anything written down about what we could or 

could not do regarding travel.  Now we have something 

that defines it.  We may not like the restrictions, but we 

have something to work from and change. 

Since we receive our funding from APD and since it is 

taxpayer funds,  we really do need some oversight on 

what we spend our money for, how much, etc.  Every-

one is accountable to someone.  We may not like it but it 

does make fiscal sense. 

We do, however, need to continue to question and de-

fine exceptions to this policy, especially when it comes 

to working with the legislature.  In that case, we will not 

have 2 weeks in which to get permission to attend. 

So,  let’s suck it up, resign ourselves to now having a 

written policy, and start a dialog with APD about what 

changes need to be made. 

Then move on to the next policy that needs to be written 

down. 

Onward and upward. 



Florida Family Care Council 
PO Box 300100 
Fern Park, FL 32730-0100 
800-470-8101 
 

11/2/10—Election day 

11/16/10—Legislature meets for pur-
poses of organization 

11/19-20—FCCF Meeting, Sheraton 
Suites, Orlando 

1/14-15/2011—FCCF Meeting, Sheraton 
Suites, Orlando 

3/8/2011—
Legislature Con-
venes 

3/18-19/2011—FCCF 
Meeting, Sheraton Suites, Orlando 

5/?/11—Legislature Adjourns 

5/20-21/2011—FCCF Meeting, Sheraton 
Suites, Orlando—FMA of legislative ses-
sion and plan for 2012 

 

 

Calendar of 

Events 

We’re on the web, 
www fccflorida.org 

 

• Attend your local FCC 
meeting.  It could mean 
the life of your child. 


