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What's Happening Today? What's Really

Important?

Revolutionary Common Sense by Kathie Show,
www._disabilityisnatural.com

Enormous efforts (and millions of dollars) are
expended on behalf of people with disabilities. Therapies,
special programs, writing goals, and more are the tip of the
“helping” iceberg. Those who provide the help (parents,
teachers, service providers, health care staff, etc.) have the
very best of intentions, but do our efforts help children and
adults live the lives they want today, and are we focused on
what’s really important to them? And shouldn’t these
fundamental questions guide everything we do?

In her middle school special ed classroom, twelve-
year-old Sarah is expected to spend hours learning to tie
her shoes. Is this really an important skill? Will it help Sarah
get a job one day? No. Are there any shoe-tying jobs? No!
If there were, and if shoe-tying was important to Sarah, then
by all means, let’s spend time on this. Otherwise, we should
forget about it. Our time, and Sarah’s, should be spent on
ensuring Sarah is a successful sixth-grader, today—in
academics, in extra-curricular activities, and other areas of
real importance to Sarah. And Sarah can wear slip-ons,
clogs, or boots, or she can wear lace-up shoes untied like
all the other sixth-graders!

Tom, a senior in high school, is still pulled out of
class by the occupational therapist for handwriting. (And
this has been going on since kindergarten.) Is he studying
to be a calligrapher? No! So why is time wasted on this? If
Tom can sign his name the way a physician does, that’s
good enough; the rest of Tom’s work can be done on the
computer. And aren’t computer skills more likely to enhance
Tom’s success in post-secondary education and/or
employment than handwriting?

Forty-year-old Becky still has an annual goal of
“combing her hair.” As a result of her disability, Becky can’t
reach her arms over her head, so why is she expected to
learn to comb her hair? Because it's considered an
important life skill, even though Becky has never been too
interested in her hairl So why can’t people in Becky'’s life
provide real help by ensuring her hair is cut, styled, and/or
permed so it requires minimal care?

While Sarah, Tom, Becky and countless others are
being forced to spend time on things that are not important
to them, what are they missing out on—what important
things are they not doing? Much of their time, unfortunately,
is spent on “get ready” skills. But why aren’t we focused on
ensuring they're living the lives they want right now—not
tomorrow or next year or whenever it is that they’re deemed
“ready”?

That nasty Disability Double Standard rears its
ugly head again, for people who do not have disabilities
routinely do things before they're “ready.” They also do not
spend days, months, or years on “activities” that are not
important to them—activities which are supposed to get

them “ready” for something, at some point in the future. No,
they live their lives in the present—today!

When you left your parents’ home, did they think
you were ready for the responsibilities of adulthood?
Probably not, but you left home anyway and struggled
through, learning from experience. When you got married,
you did so on your own timetable, even if waiting—for more
maturity or more financial stability—might have made for a
wiser decision. When you bought your first home or had
your first child, were you really ready? Think of all the other
experiences you've had that, if tested, you wouldn’t have
passed the “readiness test.” People without disabilities
routinely do what'’s really important to them, today—they
don't always wait until they’re ready, and throughout their
lives, they learn from these experiences, including (perhaps
especially) their failures. What will it take for us to recognize
and value what’s really important to people with disabilities,
and ensure those things are happening now?

My son, Benjamin, received massive amounts of
physical and occupational therapies during the first six
years of his life. (He chose to “resign” from his “therapy
career” at age six and we found more natural ways of
helping him do what was important to him.) The therapists
were wonderful people, dedicated to the children they
served. But in thinking back to those six years of my young
son’s life, | realized most of the therapists’ time was spent
on “treatments” that might enable Benjamin to “do” this or
that at some point in the distant future. There was very little
done to help my son live a wonderful life at that moment in
time.

For example, the therapists worked from the
conventional wisdom that a person can’t do “C” unless he’s
first mastered steps “A” and “B” (this “sequential model” is
embraced by many parents and professionals). Long after
Benjamin had learned to walk in a walker, therapists
continued to work on crawling! Why would he want to crawl
when he was three years old? He wanted to walk like other
kids his age. To add insult to injury, the physical therapist
was against my son even having a walker (but | insisted
and was supported by the ortho doc). The therapist
believed Benjamin “wasn’t ready” for a walker—he hadn’t
learned to crawl, so surely he couldn’t walk (and to her,
walking in a walker wasn’t “real” walking)!

Hours, days weeks, months, and years were spent
on other “developmental” skills (based on the able-bodied
standard), like the pincer grasp, sitting up, and more. At that
time, | didn’t always recognize what was really important—I
was still influenced by the “readiness model” and other
myths of conventional wisdom, for example, to tell
therapists to forget the pincer grasp. The therapist was
correct: Benjamin could not pick up a dime with his thumb
and forefinger. He could, however, pick up a toy with his
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hold fist, so why was the pincer grasp so important?

Back then, | didn’t know to insist that they spend
their time on—and teach me about—strategies and/or
activities to ensure that Benjamin, for example, could live a
successful life as a three-year-old. Luckily, we had an older
child who had been a three-year-old), and Benjamin was
included in an ordinary preschool, instead of attending a
segregated special ed preschool, so | knew what was
important to be a successful three-year-old. But this
seemed to be unimportant to and/or absent from the
consciousness of therapists.

Ironically (or perhaps logically), it was adults with
disabilities who encouraged us to make sure Benjamin had
what he needed to live a Real Life. They helped us learn,
for example, how important it was for Benjamin to have a
power chair so he could be more in control of his life. Why
didn’t therapists or medical professionals see the
importance of assistive technology in his life?

Our decision to focus on what was important to
Benjamin, regardless of what experts

skills in special ed classrooms. Early on, her parents had
high hopes, but they reluctantly accepted the low
expectations suggested by educators. Shoe-tying and the
attainment of other life-skills goals have been part of
Sarah’s IEP (Individualized Education Program) for years.
At age 12, Sarah certainly is behind academically, not
because of her disability, but because she’s never been
given the opportunity to learn reading, writing, and math!
Her growth and development—educationally, socially, and
more—have been retarded by segregated environments
and low expectations.

Many know that “learned helplessness” is an
unintended consequence of doing of doing too much for
people. “Learned retardation” can also be an unintended
consequence of having low expectations for people and
limiting their opportunities to learn and grow in inclusive
environments. (See the article “Beware the Retarding
Environment.”) If the trajectory of 12-year-old Sarah’s life
isn’'t changed, she will follow in the footsteps of 40-year-old
Becky, and will end up in a group home and a sheltered
workshop, and shoe-tying may remain

dictated, and to make sure Benjamin
had what he needed (assistive
technology, supports,
accommodations, etc.) at any given
moment in time, was liberating and
joyous! No longer did we spend one

Time is really the only capital that
any human being has and the
onIy thing he can’t afford to lose. “failure to thrive,” in which a child has

Thomas Edison

an important goal!

Many of us have heard about

a condition that prevents the child
from physically growing. But this

moment worrying about Benjamin not meeting this goal or
that—his life wasn’t “on hold” until he reached this

developmental milestone or mastered that functional skill.
Our family (especially Benjamin) began really living again!

Today, Benjamin probably still could not pass the
tests for the pincer grasp, sitting up, or crawling, but he’s a
successful college student! So what'’s really important for
the Big Picture?

Situations similar to what we experienced almost
two decades ago are still happening today. While great
progress has been made in some areas in the disability
arena, it seems many people are still stuck in old ways of
thinking, such as:

- trying to fix/change people through therapies and
interventions (Medical Model);

- embracing the Sequential/Developmental Model
(a person can’t do “C” until he’s mastered “A” and
“B":

- holding people hostage to the “Able-Bodied
Standard” and the “Readiness Model.”

If we operate from these or similar tenets of
today’s conventional wisdom, our well-intentioned efforts to
“help” people with disabilities may actually “retard” their
development. Let's go back to 12-year-old Sarah and 40-
year-old Becky for a moment.

Sarah has been in segregated special ed
classrooms from the time she was three. Educators
determined she couldn’t learn traditional academics in
general ed classrooms, so she’s only been exposed to life-

condition is also applied to children
who are raised in orphanages or other impoverished
environments, where their development is stunted because
they’re deprived of normal social interactions and ordinary
childhood experiences. Interestingly, according to a variety
of websites, the condition is also being seen in older adults
who have lost interest in living. Is it possible that children
and adults with disabilities may exhibit a type of “failure to
thrive”—stunted emotional, social, and/or intellectual
development—as a result of the impoverished
environments inherent in many segregated settings, where
low expectations and the lack of ordinary experiences and
relationships are the norm?

Yes, many people are born with conditions that
delay or interfere with their cognitive, behavioral, and/or
physical development. These delays, however, can be
increased by “retarding environments” or they can be
decreased by the abundance of opportunities and
relationships available in ordinary and inclusive
environments.

The wants and needs of individuals with
disabilities are no different from people without disabilities.
Children with disabilities want and need to: grow and play
and learn and have friends; “do it themselves;” make
mistakes and learn from them; enjoy the grade-to-grade
progression in school; blow their allowance on (what we
call) junk; spend the night at a friend’s house; giggle and tell
secrets; go to birthday parties; dream big dreams for their
future (and have their parents and teachers support those
dreams); and so much more. Adults with disabilities want
and need to: reach adulthood and move on with their lives
(into their own places); work at a good job and/or contribute

in a meaningful way; enjoy relationships (friends, romance,
Cont'd next page




and more); take responsibility; experience the changes in
life from youth to middle age and beyond; and so much
more. (And, yes, there are some adults with developmental
disabilities who say they don’t need or want to work since
they can get by on government assistance, but they’'ve
been programmed to believe that by their parents, teachers,
or others with influence over their lives). Finally, people with
disabilities don’t want to be forced to spend their lives doing
activities intended to fix or change them, and they certainly
don’t want to spend their lives waiting—as life passes them
by—for someone to judge them as finally being “ready.”

So how do we make the change? How do we
ensure people with disabilities are doing what’s important to
them right now? Begin by critically examining your actions
(or lack thereof) in the life of a person with a disability, and
what role you might have played in preventing this person
from living the life of his or her choice—today! It's hard to
correct a problem if we first don't acknowledge there is a
problem!

Next, we can recognize the value of assistive
technology, supports, and/or modifications children or
adults with disabilities might need in order to do what'’s
important to them right now—and then we must do
whatever it takes to put these in place. A power wheelchair,
communication device, a digital watch, calculator,
computer, electric toothbrush, books on tape,
environmental changes, peer support, behavior supports,
and/or a host of other things can be considered. These can
not only open the door to success, but can also eliminate
the need for therapies, special

wants and needs foday; or would she rather go to speech
therapy indefinitely in the hope that she’ll one day learn to
talk? Does James want to stay in the special ed classroom
(life-skills) or would he like to be in the 5th grade, with
whatever supports he needs? Does Sonja want to be pulled
out for therapies at school, or would she rather have the
therapists in the general ed classroom helping her with real-
life skills, or would she rather end school-based therapy
altogether? Whose life is it, anyway?

We can ask adults with disabilities similar
questions, relative to their personal situations, but we may
need to first convince them that this isn’t all a joke—that
they really will be heard. Many have years of experience of
no one listening to them.

Our focus on what'’s really important to a person
needs to be coupled with a sense of urgency—the same
urgency we experience in our own lives to get things done.
We don’t put our lives on hold, waiting until we're “ready;”
and we try not to waste a day! We can no longer ask people
with disabilities to wait—to spend even one more day that’s
wasted on unimportant activities. Their lives are spent
“getting ready,” and day after day is wasted.

Parents: if therapists or other specialists are not
helping your child live a wonderful life today—right now—
then they’re more of a hindrance than a help, for not only
are they not really helping, they’re also wasting days of your
child’s (and your family’s) life. You and your child could be
doing wonderful things instead of spending the day “doing
therapy.” And what’s happening in school every day? If you

programs, or interventions focused on
fixing the person. If Tommy gets a
power wheelchair, there’s no need for
years of physical therapy focused on
Tommy’s legs! If Marcie has a digital

Education is not preparation for
life. Education is life itself.

John Dewey

don’t know, better find out—quickly.
Spend the day in your child’'s
classroom. Are teachers helping your
child be successful today?

watch, there’s no need to spend weeks and months on
“time-telling.”

The next step is to do what it takes to ensure a
person with a disability is engaged in the direction of his or
her life. With children, this is relatively easy; most are still
full of boundless hope; with adults, it can be more difficult
because many have been brainwashed into hopelessness
(more in a moment). We can talk to children about what’s
important to them, what they want to learn, what they want
to do, etc.

Does Tommy want to play sports and/or join
Scouts? Does Kristy want to take a ballet class and/or try
her hand at babysitting? Does Brian want a power
wheelchair now so he can get from point A to B in the most
efficient manner possible, so he can play or work or do
other things of interested, or does he want to continue with
physical therapy in order to (maybe one day) learn how to
walk? Does Marianne want a communication device or
communication cards, so she can tell people what she

If you work with adults with
disabilities, are you helping the person live a great life right
now? Or is your focus on the person mastering this skill or
that, one of these days?

The strategies described in this article can enable
us to help a person with “being” (being a 6-year-old or being
a 25-year-old or being a student or being a worker), instead
of “doing” (acquiring functional skills, range of motion, etc.,
etc., etc.). They can then take their rightful places in
society, for too many children and adults are invisible;
they’re not a part of the mainstream in our schools, our
communities, or our workplaces. This is not only a tragedy
for them, it's a tragedy for us. We need them in our lives.
We need their gifts and their talents and their experiences.
We need to learn from them, even as they learn from us.

Diversity makes our society stronger. Let’s do
what it takes to ensure our society benefits from the
diversity which people with disabilities bring to the table. We
need their contributions today.

Copyright 2008, Kathie Snow, used with permission. Visit Kathie’s www.disabilityisnatural.com website for other new ways
of thinking. Contact kathie@disabilityisnatural.com for reprint permission.
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MASSACHUSETTS ENERGY ASSISTANCE
for residents of Massachusetts

There are several programs in Massachusetts to help low-income households pay for their heating fuel and
other utilities. Government help is available to pay for fuel, weatherization, and heating system repairs. In
addition, low-income customers can get utility discounts, utility shutoff protection, and help from non-
government programs.

For more information on these and other resources go to: http://massresources.org OR call us at Family
Connections at 508-999-0077

Massachusetts Fuel Assistance (LIHEAP)

The Low Income Home Energy Assistance Program (LIHEAP), usually called fuel assistance, helps low-
income households in Massachusetts pay their heating bills. LIHEAP eligibility is based on gross household
income. Both homeowners and renters in Massachusetts may apply for this low-income energy assistance
program. Most fuel assistance households also qualify for weatherization, utility discounts, and emergency
furnace repairs for homeowners. Use the online Fuel Assistance Eligibility Check to see if you might qualify
for fuel assistance benefits.

Citizens Energy Heat Assistance Programs

Citizens Energy heat assistance programs give financial help to low-income Massachusetts residents who
cannot afford to pay their heating bills. Citizens Energy has a program for people who use heating oil, and a
program for people who heat with natural gas. The Oil Heat Program gives a voucher for free heating oil to
low-income families and elderly residents of Massachusetts. The Citizens Energy Distrigas program gives a
gas bill credit to eligible Massachusetts households who heat with natural gas.

Good Neighbor Energy Fund

The Good Neighbor Energy Fund helps people in need pay for their winter heating fuel and other energy
bills. The Fund is for people who are facing a short-term financial crisis and do not qualify for government
fuel assistance programs.

Utility Arrearage Programs

Utility arrearage programs help Massachusetts households pay overdue utility bills. Utility arrearage
programs help households prevent utility shutoffs or restore utility service that has already been shut off.
The programs offer payment plans, debt forgiveness, or a combination of the two.

Utility Discounts

Utility discounts are lower rates charged to low-income Massachusetts customers for gas, electricity, and
telephone service. Massachusetts law requires regulated utility companies to offer discounted rates to
customers who receive public assistance benefits and meet income limits.

Utility Shutoff Protection

Massachusetts laws prevent utility companies from shutting off service to households in special situations.
These include senior households, low-income families with infants, and people with serious illnesses who
cannot afford to pay their utility bills. During the winter months, utility companies cannot shut off heating-
related utilities for households with a financial hardship.

MassSAVE

MassSAVE is an energy savings program for Massachusetts homeowners and renters. MassSAVE offers
energy tips and information about free home energy assessments, energy-saving products, and loans,
rebates, and other incentives for energy-saving home improvements.
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Assistive Technology School Swap

MassMATCH, the Tech Act program of Massachusetts, is making it easier for schools
across the state to get assistive technology (AT) for their students with disabilities.
The program is called the AT School Swap-it's an online equipment reuse program
designed to help schools share their unused AT, find the equipment their students
need, and learn what's working for students with disabilities in other communities.

Each year Massachusetts school districts buy AT for eligible students. Over time,
school districts accumulate devices that could be of use to students in other districts.
The AT School Swap has created a system for sharing AT; it is modeled on a
program operating in Connecticut where schools are dusting off their unused
laptops, wheelchairs, software, and other devices and making them available for the
benefit of students and school districts statewide.

To get started in Massachusetts, please visit the AT School Swap at
www.massmatch.org/school swap and learn how the Swap can help your school:

Track your AT inventory

Post your AT needs

Search the equipment inventories of other schools

Borrow AT

Connect with colleagues who have experience with the AT you want to know
about

With vour help we can build a rich database of available equipment and a
broad community of educators with AT know-how.
For more information contact the MassMATCH program staff at
info@massmatch.org
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Overview of Governor Patrick’s Mid-year (9C) Cuts

These cuts were announced in October which could be considered “old news.”

However, the impact of these cuts in the lives of people with disabilities goes

on AND there may be additional cuts after the New Year.

The Patrick Administration’s mid-year (9C) cuts, announced Oct. 15, will have a
profound impact on thousands, of individuals with intellectual and developmental
disabilities (ID/DD). These cuts will be felt across a wide spectrum of service areas,
including family support (respite), special education, employment and health services.
Department of Developmental Services (formerly DMR) community services are being
cut $5 Million, not including earmarks* or non-community accounts.[1]

1. Autism Division (5920-3010): A $1.5 million cut will scale back this program
to what it was last year despite a rising population of children with autism. Rather
than the 160 children expected to be served, only 100 will get the early help in their
homes that offers them the change to have productive lives in their communities as
teens and adults.

DESE-DDS Program (7061-0012): This program, which keeps families together
and saves the Commonwealth money long-term by allowing children to stay home
rather than seeking residential placements, will be slashed by a third, from $10
million to $6.5 million. New funding was expected to address the 2-year waiting
list and nearly double the rolls to more than 200 individuals/families. Now, the
waiting list will instead grow and with in-home supports not available, those children
may have to be separated from their families to attend residential schools, which will
also feel the impact. Note: This line-item is within the Department of Elementary &
Secondary Education’s “Circuit Breaker” account, which was cut $13.5 million overall.

Concurrent Enrollment (7061-9600): This line-item, which provides funding to
students with disabilities to attend state public institutions of higher education, was
reduced by $215,000 out of a total $1.575 million. This will limit the number of
students with special needs who seeking to obtain further schooling through the
state’s higher education system.

Employment Assistance for Adults with a Severe Disability (4120-3000):
This Massachusetts Rehabilitation Commission (MRC) extended employment
program, which serves 716 adults about half of whom are intellectually or
developmentally disabled, was cut by $1.1 million. Of the 360 individuals with
ID/DD, 200 live with families or independently while 160 live in community
residences or apartments
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5. Community First (4000-0650): This initiative, a key piece of the Governor’s
agenda to help individuals with ID/DD and elders move out of institutions and into
the least restrictive settings, was slashed more than two thirds, to $6.5
million from $20 million. This initiative, which the Governor originally proposed
putting nearly $46 million into, would have allowed 15,600 individuals to receive
everything from medication management, home-delivered meals residential
supports and home-maker services to help them live in the community for the first
time. Now, the historic waiver is not expected to be implemented until Fiscal Year
2010. Adequate funding will be required.

Early Intervention (4513-1020): Early Intervention services are being cut by
about $1.1 million. These cuts are expected to result in the revision of eligibility
regulations.

. Tufts Dental Program: This earmarked program, run by Tufts University’s
School of Dental Medicine, was cut by $80,000. This line-item, located in the
Dept. of Public Health budget (DPH) budget, has played an important role in
mitigating the effects of routine cuts and low rates in the MassHealth Dental
program, which have resulted in a shortage of MassHealth dentists. This account
has also served individuals who have trouble finding dentists elsewhere due to lack
of medical training or equipment.

*The Governor removed earmarks across the board throughout the budget, including
nearly $1 million worth in the DDS budget targeted for specific human service
agencies. These earmarks were reduced by 50%, allowing time for cuts to take effect.

[t1Two non-community accounts were also reduced in the DDS budget:
Administration & Operations (5911-1003) by $1.9 million and State Schools (5930-
1000) by $3 million.




Visions of Community save
~ Saturday, March 14, 2009
- World Trade Center - Boston | Visions of Community 2009

The Federation for Children with Special Needs, along with co-sponsors The Early
Intervention Parent Leadership Project, Massachusetts Families Organizing for Change,
Massachusetts Family TIES, Massachusetts Family Voices and the Family-to-Family Health
Information Center, Massachusetts Parent Information and Resource Center, The Parent
Training and Information Project, and The Parent/Professional Advocacy League, is excited
to announce next year’s Visions of Community conference. It will be held Saturday,
March 14th at the Seaport/World Trade Center-Boston.

The conference features over 35 break-out sessions (many presented and/or translated into
Spanish, Portuguese, and Cantonese) with topical strands and information covering Early
Childhood, Special Education, No Child Left Behind (NCLB), the Individuals with Disabilities
Education Act (IDEA), Health Care for Children with Special Needs, Transition,
Social/Recreation Opportunities and more. Network with other parents and families and pick
up free resources in our exhibit hall packed with more than 50 vendors.

nemasket
group

Family Connections

Joint Project of The Nemasket Group and

DDS (Greater New Bedford Department of Developmental Services)
56 Bridge Street

Fairhaven, MA 02719

Phone: 508-999-0077

Fax: 508-997-9239
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