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 Sorrow, joy, hope, fear, 
trepidation, exhilaration, 
anxiety — parents of chil-
dren with disabilities ex-
perience the emotions all 
parents feel — but with an 
intensity and depth beyond 
that of parents of children 
without disabilities. High on 
anxiety list is,  “What will 
happen to my child after I 
am gone?” 
 Years ago, children with 
disabilities were not likely 
to outlive their parents. 
Now, better medical care 
has increased  life spans 
for people with disabilities. 
But parents must balance 
this good news with preparing for 
the time when the parents die or are 
unable to care for their adult child.  
 Professionals can help family 
members prepare a plan for a safe 
and pleasant future for their loved 
one.  Guardianship is at the center 
of this plan. Guardianship is a legal 
way of protecting people not able to 
care for themselves, make deci-
sions in their own best interest, or 
handle money. Attorneys, account-
ants, social workers, physicians, 
teachers, therapists, and financial 
planners are among the profession-

als needed. Or parents can 
hire a firm like CRC that spe-
cializes in life care planning. 
 
What Parents Can Do 
 “Don’t let planning for the 
future overwhelm you,” ad-
vises Maria Consuegra, an 
attorney and director of 
Case Management at Com-
prehensive Rehabilitation 
Consultants (CRC). “Take it 
step-by-step. You can do 
much of the preparation 
yourself or you can let the 

professionals help. 
Either way, you likely 
need legal help with 
the crux of the issue 
– guardianship.” 
 
Is Guardianship 
Appropriate? 
 The first step is to 
decide if guardian-
ship is the right way 
to go, and if so, what 
type of guardianship 
is best.  
 Once the type of 
guardianship is en-
acted, parents can 
set up those protec-
tions. Parents are the 

natural choice to be guard-
ian when the child reaches 
18. It is the guardian(s) who 
come later who will need the 
information. 
 The choice of guardians 
can be modified as circum-
stances change and should 
be updated periodically. 
 CRC has created a de-
tailed interactive workbook: 
Into the Future: Planning for 
a Person with Special 
Needs.  It can be used with 
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 “There’s nothing more important 
than family, and it is gratifying to 
help people protect their loved ones 
through my guardianship work,” 
said Maria E. Consuegra, M.S., 
J.D., the director of Case Manage-
ment at CRC. 
 Consuegra is a practicing attor-
ney with extensive background in 
habilitation and rehabilitation. She 
has worked for 35 years with indi-

viduals with physical and 
developmental disabilities 
and their families. In addition, 
she has held many volunteer 
positions on local, state and 
national boards.   
 “I love when we can slice 
through the red tape and get 
services people have been 
struggling to get for their child 
or other loved one.” Maria Consuegra  
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or without professional guidance. 
Completing the workbook is a big 
step toward a long-term care plan. 
The information — medical, therapeu-
tic, legal, financial, emotional, living 
arrangements and more— gives fu-
ture caregivers a clear picture of the 
loved one as a whole person, not just 
a jumble of diagnoses and legal 
terms.  
 
What Parents 
Worry About  
 
Where will she 
live? 
 Dianna is con-
cerned her 
daughter would 
have a hard time 
adjusting to living 
in a facility. Jean Sherman, R.N., 
Ed.D., is the director of Center for 
Aging and Disabilities, at the Univer-
sity of Miami School of Medicine and 
the mother of a young man with a 
severe intellectual disability. 
 “Dianna might want to take her 
daughter to visit a facility or two and 
participate in some of the daytime 
activities,” said Sherman. “Many resi-
dences allow you to set up a trial run 
overnight or for a weekend. This way, 
the daughter can become familiar 
with the group home or residential 
facility.” Sherman added that many 
families have found it easier to have 
the adult child move into a facility 
while parents are well and can help 
with the adjustment process. 
 Bob is concerned his son’s resi-
dential facility might degrade in qual-
ity or close and the future guardian 
wouldn’t know what to do. Sherman 
advises Bob to familiarize the future 
guardian with his son’s situation now.  
 “Bob’s concern is one of many 
reasons to choose a guardian who 
lives nearby. Take that person to 
where your child lives and familiarize 
the staff as well as the adult child with 
the future guardian. That way, the 
guardian can see what living arrange-
ments you consider satisfactory, and 
will be in a better position to make 
future changes, if necessary.” 

(Continued from page 1) How can I protect him financially? 
 Lifelong care can run into millions 
of dollars. CRC’s Into the Future 
workbook has a clear, simple guide to 
determine costs. Once parents deter-
mine costs, they can calculate the 
income the loved one will have after 
the parents pass away, including from 
private and government sources.  
 However, leaving money to a dis-
abled child does not guarantee he or 
she will get to use it. Medicaid can 
intervene and seize monies to pay for 
care. Benefits from state public assis-
tance programs may also be affected. 
 A special needs trust, however, 
offers a legal means of protecting the 
child’s eligibility for available benefits, 
while addressing his or her ongoing 
care and needs. 
 State laws govern trusts and an 
attorney familiar with this area of law 
should draft the trust. A financial plan-
ner may be useful in navigating the 
money maze. You can prepare by 
gathering information such as bank 
statements, insurance plans, mort-
gage or other property titles, tax re-
turns, any investments or assets, and 
government benefits. 
 
How can I protect his health? 
 Dennis is worried his daughter 
with a spinal-cord injury won’t get 
optimum medical care in the future. 
Dr. Trevor Resnick, Chief of Neurol-
ogy at Miami Children’s Hospital, sug-
gests Dennis bring the person who 
will ultimately be supervising her care 
to doctors’ appointments now. 
 “That way,” said Dr. Resnick, “the 
successor guardian becomes familiar 
with current treatments and the peo-
ple providing them. A list of medical 
documents will also be valuable.” 
 The Into the Future workbook pro-
vides an outline for parents to fill out 
that covers health history, current 
medical conditions, treatments, thera-
pies, medications, tests, etc. Items 
that might seem peripheral but that 
are actually important are included, 
such as use of contraception, psycho-
logical status, and the patient’s likes 
or dislikes of any particular health 
care provider.  
 
 

Who will protect her from others? 
 James is concerned his daugh-
ter’s trusting nature makes her ripe 
for exploitation. He is right to be wor-
ried. 
 Patricia Bloom, Ph.D., a former 
research professor in the Department 
of Psychiatry at the University of Mi-
ami School of Medicine and  former 
head of the Center for Aging and Dis-
abilities, co-authored Abuse, Neglect 
and Exploitation of the Elder Adult, a 
law enforcement training guide. 
 “A woman I know with a mental 
disability had ‘boyfriends’ who stole 
from her,” said Bloom. “These men 
would move in with her for a few 
weeks, then offer to cash her social 
security check for her. Then they’d 
disappear with the money. This hap-
pened repeatedly. Like many people 
with a lack of mental capacity, this 
woman could not extrapolate from 
one situation to another. Each time 
she got robbed felt like a new experi-
ence for her because it involved a 
new person.”  
 Bloom said the solution took some 
time. “I arranged to have her social 
security check deposited directly. We 

also set up a checking account for 
direct payment of her major bills. It 
was restricted so that no unauthor-
ized withdrawals could be made. In 
addition, I contacted the police in her 
area and one of the officers took a 
genuine interest and would stop in to 
see her every now and then. This 
finally did the trick! The ‘boyfriends’ 
disappeared.” 
 Bloom points out successor 
guardians should be trained to protect 
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the adult child. People who become 
guardians may have little knowledge 
of the capacity of the future ward. The 
transition will go more smoothly if 
some time is invested while everyone 
concerned is not under stress.  
 The future guardian, as well as 
the parents now, need not feel they 
are alone in trying to protect the adult 
child. Social workers, teachers, 
nurses, and others who interact with 
the person can add their observations 
on a personal level. And, as Bloom 
discovered, banks and local police 
can help with financial protection. 
 
Who will help him find and keep a 
job? 
 Cathy is concerned about her 35-
year old son who has a moderate 
mental disability.  He has a job bag-
ging groceries.  
 “My son is so pleased to be work-
ing, and we are all glad for him,” says 
Cathy. “But it’s a lot of work for the 
family to help him get ready. There’s 
lunches to make, transportation, and 
making sure he’s dressed. Who’s 
going to do it all if and when we are 
not here to do it?”  
 Supported employment coaches 
are available through the Department 
of Children and Family Services and 

(Continued from page 2) some private agencies. They help 
people with disabilities train for and 
get jobs, and also offer follow-along 
support once the person is employed.  
 Cathy can find a job coach for her 
son now, so he can get 
used to getting help from 
a different source. And 
the professional coach 
may have new ways to 
help her son do a better 
job in his current position, 
and perhaps find a better 
one.  
 
I want to make sure she 
has fun  
 A Letter of Intent will 
go a long way in ensuring 
a loved one’s need for joy is consid-
ered. This letter can be a window into 
the child with disabilities, his or her 
parents and the entire family. The 
letter can describe the past and ex-
press future desires. It is written for a 
successor guardian, but depending 
on his or her level of understanding, it 
can also be for the child. It’s an op-
portunity to paint a portrait of the 
loved one beyond medical, educa-
tional, and therapeutic reports. 
 Include the child’s favorite books 
or stories, TV shows, stuffed animals, 
pets, foods, and bath and bedtime 
rituals. What relatives does the child 

like – and not like? Is religion impor-
tant? Does she like to sing?  What 
does he like to do on his birthday? Is 
riding horses fun? Does he like 
amusement parks or do they over-

whelm him?  
 Background on the 
family will help, too. A 
brief family history in-
cludes where family mem-
bers came from, what 
languages are spoken at 
home, how many siblings 
are in the family as well 
as aunts, uncles, cousins, 
and grandparents who are 
part of the child’s life. And 
finally, consider making 
funeral arrangements for 

the child so no one else will have to. 
 
How will he feel safe after I’m 
gone?  
 “Many parents despair that no 
future guardian will love and care for 
their child as they do,” said Dr. 
Bloom, “Some parents even wish 
their child will die before they do be-
cause of this fear. But, this despair 
may be unfounded if appropriate 
steps are taken now. It’s true that no 
one will love your child the way you 
do. But keep in mind other people 
may bring new gifts into your loved 

(Continued on page 4) 

Brain Injury Information Network 
www.tbinet.org 

 
Brain Injury Association of 
Florida 
 www.biaf.org 
 
Below is a link for the 
Brain and SCI program 
central registry referral 
form. Print it, fill it out, and 
fax it to 850-410-1975. 
Then call them at 800-

342-0778 to confirm they received 
it.  www.doh.state.fl.us/Workforce/
BrainSC/CentralRegistry/
CentralRegistryForm.pdf 
 
Below is the link for the Personal 
Care Attendant Program.  Fill out 

the application and get the medical 
eligibility form completed by your doc-
tor and mail all requested documents 
to the address provided. 
www.doh.state.fl.us/Workforce/
BrainSC/PCAProgram/PCAindex.html 

Below is the link for the Vocational Re-
habilitation application to receive ser-
vices.  You can fill it out online and 
then print it.  Call VR headquarters at 
800-451-4327 to find out which local 
office you need to fax it to.  
www.rehabworks.org/files/
documentsLinks/VCMT001E.doc 

To get Florida’s Division of Vocational 
Rehabilitation Handbook of Services 
go to www.rehabworks.org and enter 
“handbook of services” in the keyword 
search bar.                                           
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National Dissemination Center for 
Children with Disabilities   
www.nichcy.org 
 
Internet Resources for 
Special Children  
www.irsc.org 
 
Government Disability 
Info  
www.disabilityinfo.gov 
 
Disability Secrets  
www.disabilitysecrets.com 
 
Cornucopia of Disability Information 
www.codi.buffalo.edu 
 
Brain Injury Resource Center 
www.headinjury.com 
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one’s life – things you might not have 
thought of.” 
 Bloom offers an example, “I know 
a man with mental and physical dis-
abilities whose parents became old 
and disabled themselves. The father 
hired a  young man to help with their 
son and also help with household 
chores. This young man turned out to 
be a treasure — in doing house re-
pairs he discovered the son had me-
chanical talents himself. He encour-
aged and taught the son to fix small 
appliances, do repairs on pots and 
pans and other work that gave the 
son immense pleasure. Ultimately the 
young man became the guardian. 
Who would have thought such a thing 
could happen?” 
 
 Revenues from CRC’s Into the Future: 
Planning for a Person with Special Needs, 
are donated to the Moody Manor Founda-
tion, a not-for-profit program serving individu-
als with brain injury.   To order, contact CRC 
at 305-595-8232, or rehab@crcmiami.com.                                                                                                                                       
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child’s accident and other difficulties.  We 
can’t do everything, but we can do some-
thing – so we do.” 
 With permission, Kathy (or any other 
employee who learns of a need) informs 

the Committee of the hard-
ship and the group goes 
into action. 
 Kathy Balaban and 
Heidi Caplan Feder help 
Iraq veterans by participat-
ing in the Wounded War-
rior’s Project, "Warriors to 
Work."  Kathy put forward 
the idea to work with this 
program, which is a free 
service for the new genera-

tion of service men and women who have 
been injured in the line of duty.  Heidi pre-
pares resumes for soldiers, drawing on 
her 23 years of expertise as a job place-
ment specialist. She tailors resumes for 
the jobs returned soldiers are aspiring to.  
See woundedwarriorproject.org for more 
information. 
 Current Good Works Committee mem-
bers: Cyndi Kovacs, Case Manager; Kathy 
Balaban; Patty Evans,  Vice President; 
Heidi Caplan Feder, Client Needs Analyst 
/Vocational Specialist; and Diana Insig-
nares, Client Needs Analyst.                                        

 A bath seat.  New eyeglasses.  
Wheelchairs, hospital beds, car seats, 
swimming lessons and computers.  A 
month’s rent, an electric bill, Christmas gift 
certificates for Target, Wal-Mart and Toys 
R Us.  These are a few of 
the donations made by 
CRC’s Good Works Com-
mittee.  
 “We need to do some-
thing for this family – they 
have nothing,” CRC Case 
Manager Director Maria 
Consuegra has said on 
several occasions after 
meeting with families 
where a person has been 
newly disabled.  
 The money comes from employee 
donations and CRC.      
 Kathy Balaban, Client Needs Analyst,  
is a long-time member of the Good Works 
Committee and has been with CRC for 18 
years. 
 She is grateful for the opportunity to 
do good. 
  “Sometimes I’ll be interviewing a  
mother about her child’s disability, and I’ll 
ask how everything else is going.  She 
might begin to cry, tell me about  
her husband being out of work since the 

Good Works Committee 
By Ronnie B. Londner 

  


