
When the Ordinary is ExtraordindrA

It was a typical weekday morningfor
Krthy Roberson. She was doing what
she usually did - caringfor her then
l9-year old daughter Katie. And there
was a lot to do. Katie has multiple
disabilities and needs help with most
things in her life, so Roberson's morn-
ing looked like this:

1) 6:30 am - wake Katie up.

2) Give her medicine (put pills
in her mouth and hold cup
of juice so she doesnt nod off
and drop the cup on the floot
which is a problem related to
her seizure disorder).

3) Put her in the shower to wash
her off

a) Help Katie - her nose is
bleeding.

5) Put deodorant on and comb her
hair.

6) Take her to her room and put
her clothes on. Brush her teeth.

7) Help her put her jacket on so

that she's ready for the bus.

8) Get myself dressed for work.

9) Take laundry and bedding
down to the washer....

And it goes on.
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Kathy and Katie Roberson at home in Middlesex, NJ



'Roberson works as the Policy & Information
Coordinator at the Elizabeth M. Boggs Center
on Developmental Disabilities, and also serves as

the President of the New |ersey Family Support
Coalition. That day, as she moved through her
regular morning routine with Katie, it occurred
to her that the intimate details of caring for a son
or daughter with disabilities go largely unnoticed,
and are rarely discussed. Concerned about
dwindling state resources for much-needed family
support services - respite care, camperships, and
other supports - Roberson thought that legisla-
tors and policy makers should know more about
the daily "To-Do Lists" in the lives of families car-
ing for a loved one with developmental disabili-
ties before they made decisions about changes to
family support services.

As it turned out, Bonnie Brien, statewide
coordinator of the NICDD's Regional Family
Support Planning Councils, and also a parent of
a daughter with significant disabilities, had had a
similar idea, and together they launched a unique
effort to collect "Family To-Do Lists" from par-
ents caring for a child with developmental dis-
abilities.

"It was reallyvery simple," said Roberson. "We

didnt ask for letters or pleas for help - just a list
of what these parents do on a typical day to care

for their childl'
Emails were sent to dozens of parents and

other members of the New |ersey Family Support
Coalition, asking that they forward the request to
others. The results were astounding, not only in
terms of the number of families who responded-
more than 40- but also in the lists themselves.

"I have known some of the families for years -
some are personal friends-and still, I had no idea
what their daily lives were like. It blew me awayi'
Roberson said.

The power of these "Family To-Do Lists" is
the intimate details.

One mother of a daughter with quadriplegia
wrote:

the morning ritual. Nonetheless, I get her dressed
and give her her medicine, which she must have
30 minutes before she eats or she may throw up
due to her reflux issues. In the event that her
medicine does not take hold and she throws up at
school, she will have to be picked up, which is the
school's policy, despite the fact that it is an under-
lying digestive issue from her disability and not
likely to be a stomach virus."

And the evening hours at the home of a par-
ent caring for a son with physical disabilities look
like this:

6:50 pm - Transfer son into stair glide. Once son
is upstairs, transfer son to bath trolley and ma-
neuver into bathroom. Avoid creating additional
dents in walls, door jams.

7:00 pm - In bathroom, put adapted toilet seat

on family toilet. Undress son from waist down.
Administer enema. Wrangle son onto toilet seat;

position him so he is both safe and comfortable.
Provide son with some privacy. Lean son forward,
holding him with my body as I wipe/clean up
bowel movement. Once clean,lift son and posi-
tion on bath trolley. Diaper son, wash hands,
dress son. Brush teeth, son resists. Wash face and
apply acne medication.

7:45 pm - Transfer son back onto stair glide and
into awaiting wheelchair downstairs.

8:00 - 9:30 pm - Debate what TV program son
would like to watch, watch TV, sometimes togeth-
er, sometimes he watches as I work on computer
or do paperwork.

9:30 pm - Give son medication to help him
sleep. He resists taking, spits drink out.

9:35 pm - Transfer son from wheelchair to stair
glide, hold him on as I maneuver chair glide up.

9:40 pm - Transfer son onto bath trolley, wheel
into bedroom, transfer son into bed.

9:45 pm - Tidy up house. Plug in wheelchair
and augmentative communication device to
charge overnight.

l0z45 pm - Son calls out, needs blankets
adjusted.

11:00 pm - I go to bed.

Repeat (day after day)

She typically wakes up every day at7 am
I get her dressed. This includes removing

her catheter and changing her overnight diaper,
while hoping that she did not "pee-out" over-
night, as that requires another level of clean up
and washing that is not normally calculated in
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"These lists have a matter-of-factness about
them as they describe something quite extraordi-
nary. Changing diapers at 18 is a whole different
matter than it is at age 2l' said Roberson.

"What came through overwhelmingly, howev-
er, was not only the amount of work these parents
do and the length of their days, but also the deep,

strong love they have for their childrenl'
Because the "Family To-Do Lists" provide

a fly-on-the wall perspective of the daily lives

of family members caring for a loved one with
disabilities, they have been used in a number of
different ways to educate lawmakers and policy-
makers. Roberson said that top leadership at the
Division of Developmental Disabilities asked staff
to read the lists, as a reminder of who they serve.

"These 'To-Do Lists' make it very real and
help policy makers understand the daily lives of
familiesi' said Roberson. "It is nearly impossible
for one to read these lists and NOT come to the
conclusion that family support services are mean-
ingful and vital."

This spring, the New |ersey Council on De-
velopmental Disabilities recognized Roberson
for her work with the Elizabeth Boggs Family
Member Advocate Award at their annual Com-
munity Building Awards Ceremony. The award
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Bonnie Brien and her daughter Rachel

at their home in Hillsborough, NJ

honors a family member of an individual with a
developmental disability who has been instru-
mental in leading or implementing disability
advocacy efforts in their community or on the
state or federal levels.

As she accepted the award, Roberson said

that she has learned from her boss and mentor
Dr. Deborah Spitalnik, executive director of the
Boggs Center on Developmental Disabilities, "to

not be afraid to link the power of love with efforts
to shape public policy."

The "Family To-Do List" project is a great
example of that lesson in action. ffi

The Family Support Coalition of New Jersey

is an advocacy network made up of Family Sup-
poft provider agencies throughout the state and

families who are caring at home for a family
member with a developmental disability. The

Family Support Coalition supports the power

of families and individuals with disabilities to
shape policies that impact on their lives.

To learn more about the Coaltion, 0r t0 down-
load the Family To Do Lists, please go to:

http ://www.fam ilysupportcoal ition.org/


