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A salute to someone who helped new 
technology to reach people with disabilities

“Thanks, Arun!” 

Twenty-three years ago, Western New York Independent 
Living, Inc. (WNYIL) entered into a project with the Center 
for Assistive Technology (CAT) of the University at Buffalo to 
provide technology transfer assistance to backyard inventors, 
companies and researchers, who are working on developing 
technologies to improve the lives of people with disabilities. 
Well, if you are asking yourself, “What is ‘technology 
transfer’?”, as I was heavily involved, I will explain briefly.

Technology Transfer, simply stated, is analyzing a technology 
application and transferring its principles into another 
concept, usually unrelated to its original purpose. Like 
taking “extra-long-life” batteries that were created for space 
technology uses and employing them in cell phones. The 
joint project with CAT and WNYIL was designed to seek out 
the various existing technologies, see if we can re-purpose, or 
“transfer” them into products for people with disabilities, and 
assist in facilitating those products’ successful entry into the 
marketplace.

Yes, that process seems a bit complicated; but back then, 
in my youthful exuberance, no problem was too large or 
complex for WNYIL. We just needed to understand what was 
required, and how we were going to assist in this adventure.

Well, in partnership with our good buddy Joe Lane 
(Executive Director of CAT) and others, WNYIL began the 
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federal-contract-funded Rehabilitation Engineering and Research Center on Technology 
Evaluation and Transfer (RERC-TET). It was the job of WNYIL to do the initial evaluation 
of devices or concepts, determine their efficacy, validate that they are really needed by people 
with disabilities, and enhance the products’ “deliverables”, (readiness for the consumer), by 
articulating the product’s functions and features.

That’s all well and good, BUT…

There was just another “small hurdle” to jump over: getting these cleverly engineered devices 
into the hands of the end users -- and none of us had a clue as to how to do this! That’s where 
Dr. Arun Jain, Chair of the Marketing Department at the School of Management at the 
University at Buffalo, came to our rescue!

Arun would always speak to the power of the consumer, saying “Capture the Voice of the 
Customer, put the fire in the belly, and you cannot fail.” That is, if you go to the end users, 
learn what they want, then you deliver a product that meets those needs and wants, and you 
can’t miss.

But the problem as to how to achieve this still existed, even with Arun speaking our 
philosophy of Independent Living. He elaborated, “Allow the consumer to say what they 
want, and develop your plan to get there.”  

“Right on!” we said. “But how do we do that when talking about products and devices?”

Dr. Jain was not only a great motivator, but a brilliant researcher and teacher.  He led us to 
develop a process that:

1. Spoke to the current status of a technology, capturing its current limitations and 
benefits.  
2.  Revealed the consumers’ feelings on current products’ successes and failures, 

essentially seeing through the eyes of the people who worked with, used, and/or 
observed the technology in practice.

He taught us how to capture the attributes the consumers want in “The Ideal Product”. In 
practical terms, we had to clarify the various functions and features that need to be in the 
product or device for it to be successful in the marketplace.

His guidance didn’t stop there. Arun taught us how to identify consumers’ price points, 
(i.e., what is an acceptable cost?), evaluate their intent to purchase, and collect other 
market information to assist the product or device to be accepted and embraced. In effect, 
Arun turned WNYIL into a consumer-focused marketing firm, providing manufacturers, 
inventors, and researchers with a place to go to quantify and qualify potential devices’ and 
products’ success.
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The bottom line?

And you know what? It worked! For over two decades, WNYIL has facilitated hundreds of 
product focus groups, conducted dozens of surveys, to assist in getting truly useful products 
for people with disabilities into their hands.

WNYIL has not only run focus groups for dozens of inventors and scores of researchers, but 
for the big companies as well; to name drop a few of them: Black & Decker, Whirlpool, White 
Rogers, and Tupperware. Our work has been recognized in a dozen peer-reviewed-journal 
articles, and we have had the pleasure of traveling around the country to tell others how to do it.

Dr. Arun Jain did that for people with disabilities: he showed 
us how to get our message into the heads and pocketbooks of 
the big guys! With that said, about a year ago, Arun dropped 
me an email that quickly stated, “Just want to thank you and Joe 
for introducing me to the world of disabilities. My excitement 
working with you, and seeing what people with disabilities can 
do, generated a lot of excitement in my life that I shared with my 
family. I believe that this excitement generated an interest in my 
daughter of working with, and for, people with disabilities. So 
much so, my daughter has been recently hired as the Manager 
of Auckland Disability Law, an agency of the Department of 

Justice of New Zealand. She is developing laws and will be reporting to the Parliament of New 
Zealand. She has been a champion of people with functional limitations.”

Can you believe that!?! Arun believed in the power of the consumer, taught us how to capture 
that power, and transfer it to those who needed to benefit by it. He made us understand how 
to push the limits of our knowledge; he empowered us into not asking for, but telling what 
we want!  He got WNYIL to, for brief moments, sit at the table with the big guys. I know, for 
a fact, that literally millions of dollars have been made by these companies; and that these 
companies, to this day, come back and want more.

Why this tribute now?

Unfortunately this great story has a sad ending. At the age of 70, Dr. Arun Jain passed away 
this past March 3, 2016. His legacy as an instructor will live on with us.  

“Arun, you have taught us more than we can ever evaluate or appreciate. You’ve shown us that 
our opinions count, are valued, and can bring good things to the conversation. Thank you, 
Arun, and wherever you are, keep that Voice of the Consumer alive!”

Douglas J. Usiak
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Call for Board Members 
Douglas J. Usiak, Executive Director

If you would like to assist us in ensuring equal rights and empowerment programming for 
people with disabilities and want to be part of the change; consider becoming a member 
of the Board of Directors and/or a Council member. Board and Council members are 
volunteers who set the direction, and oversee activities of WNYIL.  

If you want to know more:

Email dusiak@wnyil.org

Write 3108 Main St., Buffalo, NY 14214

Or call (716) 836-0822 ext. 117

Disability Pride is quickly approaching!

We are looking for groups or individuals that would be interested in performing 
entertainment, or volunteering throughout the event on July 24th! We are also 
looking for groups, companies or individuals that would be interested in marching 
in the parade from 9:00 - 11:00 a.m.! If that’s you, or someone you know, please email 
Heather at hmattiuzzo@wnyil.org for more information!
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3rd Bi Annual Summit on Aging, 
Independence and Culture

September 29 & 30, 2016
Buffalo  Niagara Convention Center

ARTcovz

While it contained the details of the 
big event, the ILGR Winter “ACCESS 
News” Newsletter came out before 
the March 2 official unveiling of the 
ARTcovz self-serve kiosk of free art 
project packets, which is maintained 
in our lobby, courtesy of the 
University Heights Art Association. 
For those of you who missed that 
event, here is what you’ll find 
available to begin your own artistic 
adventure if you drop by. Please note 
the secure receptacle at the bottom 
for anyone who wishes to contribute 
art materials to be used in future 
project packets.
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When you shop at AmazonSmile, Amazon donates 0.5% of the purchase price 
to Western New York Independent Living Inc. Bookmark the link
http://smile.amazon.com/ch/22-2316065 and support us every time you shop.

Upcoming Events
Save the Dates

Wednesday, June 22, 2016: Disability Pride Niagara

Sunday, July 24, 2016: Disability Pride Parade and Celebration

Sunday, July 17, 2016: Flapjack Fundraiser

Sunday, August 7, 2016: 11th Annual Fishing Derby

Saturday, September 17, 2016: Kite Flying Festival

Thursday & Friday, September 29 & 30, 2016: Bi Annual Summit on Aging

Sunday, October 9, 2016: Flapjack Fundraiser

Saturday, November 5, 2016: Anti-stigma event
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New Location for the 2016 WNYIL Annual Meeting

Continuing the practice of rotating its Annual Meeting among the home cities of its 
members, the Western New York Independent Living Family of Agencies will be holding 
its 36th Annual Membership Meeting and Awards Banquet in Batavia. The event will take 
place at 5:00 p.m. on Tuesday October 4, 2016, at the Quality Inn & Suites Palm Island 
Indoor Waterpark (formerly the Clarion Hotel) at 8250 Park Road, Batavia, New York 
14020.

While the standard elections to the Board of Directors and various Councils will occur, 
as well as awards to staff and supporters from the community, some details are still being 
finalized. We are pleased to announce that the evening’s guest speaker will be the long-
time head of a sister Center for Independent Living in the Empire State:

Christina Curry, M.A. has been the Executive Director for the Harlem Independent 
Living Center (HILC), Harlem, NY since 2001, having joined in 1999 as the Program 
Director. Ms. Curry began her career in rehabilitation as an advocate for minority Deaf, 
Hard of Hearing communities (Lexington Center for the Deaf). Ms. Curry transitioned 
to the mental health field as a Mental Health Counselor working with Deaf, Hard of 
Hearing domestic violence victims/survivors (Barrier Free Living Domestic Violence Non 
Residential Program) while working with the minority disabled community at a Brooklyn 
outpatient mental health facility on the weekends. 

Ms. Curry was appointed to the Executive Board of the NYS Commission for the Blind 
and the Interagency Council for the Deaf, Hard of Hearing and Deaf-Blind by Governor 
Paterson. She also serves on Community Board 10/Harlem (Health and Human Services 
committee, the Public Safety task force and the LGBTQ task force), Community Board 
10 officer; Secretary, The National Council of Independent Living (subcommittee on 
emergency preparedness), The New York State HIV Advisory Board (subcommittee on 
social determinants). 

Ms. Curry served on the following: the Mayor’s Office for People with Disabilities/ 
Disability Mentoring Day (MOPD/DMD), Office of Emergency Management Special 
Needs Advisory Committee, the Disability Network of New York City (DNNYC), the 
New York State Independent Living Council (NYSILC), the Cultural Diversity Advisory 
Committee (CDAC) attached to the National Council on Disability, The New York State 
HIV Planning and Prevention Board (Transgendered youth committee). 

Ms. Curry and HILC are currently involved in several legal actions against various 
medical corporations, state court systems and New York City; as well as various grass 
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roots organizations focused on the permanent removal of all barriers to access for the 
disabled/Deaf communities within the boundaries of NYC. 

Ms. Curry provides disability/Deafness sensitivity trainings to the NYC Police Academy, 
the New York District Attorney’s office, various hospitals within the Health and Hospitals 
Corporation (HHC), various hospitals within the Mt. Sinai Continuum, domestic violence 
agencies and shelters, local police precincts, community based organizations and schools. 

Mark the date on your calendar, and get your tickets early!

I Can’t HEAR You!
Sue Ann Sehl

Newsletters are a wonderful way to learn and exchange information.  

Here is what I learned from a newsletter that I received from the Rochester Chapter 
of Hearing Loss Association of America recently. This pertains to extending the life of 
hearing aid batteries.

An eighth-grade student from Minnesota who uses hearing aids wanted to know more 
how to make batteries last longer. By experimenting, he discovered that batteries will 
last longer if you let the battery sit for five minutes, positive side up, after removing the 
tab sticker and before putting it in the hearing aid. (The positive side is the completely 
flat side; same side as the tab sticker.) This allows the battery to fully activate to give the 
longest possible lifespan per battery — up to 85 percent longer! This is significant when 
considering how often batteries need to be changed.

Other Battery Facts ...
The smaller the battery, the shorter the battery life.
The larger the hearing aid, the larger the battery.
There are four sizes of batteries — sizes 10, 312, 13, and 675. If you buy batteries in bulk, 
be sure to check the expiration date on the package. Shelf life is approximately three 
years. Humidity, dryness and extreme temperatures also affect battery life. It pays to store 
batteries in a safe, dry location at room temperature (not the refrigerator).

This is good to know! Until next time...



OAHIIO, which provides culturally-sensitive services to 
Native Americans with disabilities all over the region, has a 
new headquarters in its future, and a new partner program

OAHIIO (“The Good Path” in the Seneca language) is a non-profit Independent Living 
Center that is part of the Western New York Independent Living (WNYIL), Inc.’s 
family of agencies. As such, it advocates for systems and individual change, works to 
enhance the quality of life for persons with disabilities, while respecting diversity, and 
promoting choices and alternatives for independent living in our societies.

The OAHIIO Advisory Council, staff and volunteers are comprised of Native 
Americans, the majority of which are individuals with disabilities. 

OAHIIO staff travel to the places Native Indian consumers live, due to the majority 
residing in rural areas. This is a “without walls” structure, since transportation is one of 
the most hindering factors in receiving services. We serve people throughout Western 
New York who have cognitive, emotional, medical, mental, physical, and sensory 
disabilities, and wish to improve their quality of life.

Several OAHIIO staff deliver these services. First, Independent Living Specialists, who 
provide assistance and instruction to consumers with disabilities, and teach daily living 
skills. These include: managing family activities; performing household maintenance; 
and completing work and education assignments through the use of tools, techniques, 
and assistive technology.

The Work Incentives Benefits and Planning (WIPA) Consultant offers information and 
assistance about work, and also Social Security Administration incentives for Social 
Security Disability (SSD) and Supplemental Security Income (SSI) beneficiaries. The 
WIPA staff person explains how work activity and other income will impact his or her 
cash benefits and/or health insurance.

The Family Reimbursement Program (FRP) enables families of consumers with 
developmental disabilities to utilize the OAHIIO FRP to cover some expenses of the 
individual’s care. Approved consumers can purchase goods and/or services not funded 
through other sources. Preference is given to Native Americans during the first half of 
the calendar year. 
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OAHIIO also provides Cultural Competency and Sensitivity Training. We instruct 
people that deal with our constituency in the ways that serving Native consumers 
differs from European-based American culture and practices; thereby, we broaden 
more traditional service providers’ understanding of Native American Indians.

At its founding in the mid 1990s, OAHIIO was based out of the main WNYIL site in 
Buffalo, but last year relocated to space on Portage Road in Niagara Falls, leased by our 
sister agency, Independent Living of Niagara County. An office to call our own is in the 
near future: we currently have a lease and are waiting for reconstruction of our new 
location at 473 Third Street at Ferry Avenue in Niagara Falls, New York. We are very 
excited about maintaining our very own Independent Living site with anticipation of 
increasing our staff and the people we serve.

In fact, we are gracious enough to be offering space to a related program, less than 
one year old, that is crammed into the WNYIL Buffalo office, as we used to be. The 
Medicaid Application Assistance Program (MAAP) has a particular focus in enabling 
people with disabilities over age 65, legally blind, and otherwise certified disabled, all 
groups deemed underserved, in enrolling for New York State Medicaid benefits.  

Facilitated Enrollers who are certified by the New York State Department of Health 
(DOH) help consumers organize their information and apply to County Social 
Services. If they already have another health insurance, Medicaid can act as a 
Supplement, covering co-pays, dental, or prescriptions that the primary does not. 
Thanks to a DOH grant, MAAP services are offered at no charge to the individual. For 
more information, call the Intake Department at (716) 284-4131, ext. 126.
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Taking Control puts YOU in the driver’s seat!

New York State has authorized Western New York Independent Living, Inc. (WNYIL) 
to offer Consumer Directed Personal Assistance Services (CDPAS), which will allow 
you to become the supervisor of your own personal attendant services. Elsewhere, 
you would be channeled to traditional services, where someone else makes all of the 
scheduling decisions according to their availability and not yours, along with other 
decisions for your homecare, such as whom you will have for an attendant. With our 
Taking Control CDPAS, you can choose who YOU want to be your attendant (subject 
to some restrictions). We help you do the hiring, you train them in the areas important 
to your needs, and supervise their work on a daily basis.  

Taking Control handles the payroll, paperwork and other details of dealing with the 
government agencies. Tasks are not as limited as they are in a traditional-care aide 
plan. AND, if a personal assistant does not work well for you, you can replace them!

The purpose of the Taking Control program is to have a family member, (excluding 
spouses and designated representatives) OR someone else you know like a neighbor, 
friend, or maybe someone from your church as your aide. Parents can be paid to care 
for their over-21-years-old children with a few restrictions. In essence, the program 
enables you, the consumer, to hire someone you know and trust, and not a stranger off 
of the street. You should be comfortable with the person you choose and be able to give 
direction to that person as to what they are to do, how they are to do it, and when you 
want them to do it, by planning around YOUR schedule and not that of the attendant.  

Eligible consumers must be signed up for Medicaid, be self-directing (or have a 
designated representative), and have some form of a disability. Or, they must be 
referred by an Office of the Aging in a County we serve.
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Looking back on one year of BIP (What’s that? Keep reading)

Thanks to a federal Affordable Care Act initiative administered by New York State, over the 
past year, all the offices of the Western New York Independent Living Family of Agencies 
(WNYIL) have participated in an intense effort to improve the quality of life of people with 
developmental disabilities. Open to anyone who qualifies for services by the New York State 
Office for People with Developmental Disabilities (OPWDD), this program is called the 
Transformation Balancing Incentive Program or BIP.  

By the way, “Developmental disabilities” encompasses a number of central nervous system 
impairments that occur before age 22, including: cerebral palsy; epilepsy; autism; spinal cord 
injury; cognitive disabilities, traumatic and acquired brain injury; learning disabilities such as 
dyslexia (reading disabilities), dysgraphia (writing disabilities), and visual tracking disorder; 
Down Syndrome, and others. So a great many citizens with a variety of challenges could see 
their lives improve under this program!

For BIP, additional temporary staff were hired for each location: 
•  An Intake and Outreach Specialist to advertise the program, and enroll participants 

to receive services over the long term from permanent staff, such as Independent 
Living Specialists (ILSs), Medicaid Service Coordinators (MSCs), Medicaid 
Application Assistance Program (MAAP) personnel, and Consumer-Directed Personal 
Assistance Service (CDPAS) Coordinators to help acquire personal care attendants, if 
needed.

•  A Housing Specialist Specialist to help participants find housing outside of 
institutions in the community, working with landlords and Occupational Therapists 
(OTs) to set up needed accommodations, and MSCs to access resources.

•  An Employment Specialist to help participants develop job-seeking skills, work with 
employers and others who can help provide experience, and, again, bring in the OTs 
for assessments, and the MSCs to securing funding. 

To these ends, links were established with community partners, such as government 
committees, employers, school personnel, BOCES (Board of Cooperative Educational 
Services) staff, OPWDD-funded agencies, parent groups, etc. Of course, as with all WNYIL 
services, the BIP and other personnel help the consumers to reach the highest level they 
desire of integration and contribution to the community, and work with them towards 
independence through achieving their individual goals. 

We are pleased to note that 129 individuals in BIP have set goals with the agency; some have 
been achieved, a few were unsuccessful (that can happen with anybody!), and other active 
goals are still in progress. To gain an overview of the program’s substantial accomplishments 
at the one-year mark, here are some numbers, as of early June 2016:
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Intake and Outreach 

Our Specialists worked with consumers and their families to establish their eligibility for 
Federal, State and local services, such as employing CDPAS home care attendants. They 
cooperated with MAAP staff to complete the Medicaid Waiver Application to gain funds for 
a smooth transition, once eligibility had been determined. Staff were able to access OPWDD 
services for individuals by assisting their families in gathering all the necessary documents 
and guiding them through the Front Door process, (OPWDD’s expedited enrollment 
program). Some sought “vendor changes”, wanting to switch from one non-profit service 
provider to another. 

Of the 90 families with which we worked on Medicaid Service Coordination (MSC) eligibility 
through the OPWDD Front Door application process: 

• 15 are certified as OPWDD–eligible;
• 4 are awaiting confirmation of Medicaid Waivers;
• 4 individuals have face-to-face interviews scheduled with OPWDD;
• 5 have submitted application packets and are awaiting results;
• 2 received Comprehensive Assessments funded through BIP; 
• 3 were denied services, even after appeals;
•  39 families were interviewed by BIP staff and are obtaining documentation and 

assessments needed to complete application packets to submit to Front Door.
• 5 families have moved, or have opted out of pursuing their applications.

We have worked with many programs in the community, like NYSTART (New York Systemic 
Therapeutic Assessment, Respite and Treatment: community-based crisis prevention and 
intervention), and have developed a capacity to serve individuals who want to relocate.

• 7 vendor changes (occurred);
• 10 additional vendor changes (in process);
• 3 found eligibility for CDPAP, as well. 

Employment: 

Our Employment Specialists have met with Schools and BOCES, attended employment 
forums and groups, as well as obtained additional training. They have also reached out to 
current Day Programs as well as Sheltered Workshops to offer their services.

Working with our MSCs, to inform ACCES-VR (New York State Adult Career and 
Continuing Education Services- Vocational Rehabilitation) and other rehabilitation service 
funders that the consumers’ eligibility is documented, so they do not have to “reinvent the 
wheel”, so to speak.
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Of the 27 Individuals with whom we’ve been working on employment opportunities:
• 6 have found part-time employment; 
•  2 more received employment as a peer for our Money Follows the Person, or Open 

Doors program;
•  18 have been working on résumé writing, practicing in mock interviews, filling out 

employment applications -- and many have interviewed!
• 2 will be auditing classes in college this fall
• 1 is looking to obtain his G.E.D. (General Equivalency Diploma)

Housing

BIP have held five Accessible Housing Education Seminars for consumers and the 
community in four different cities. These information sessions help empower attendees by 
providing advocacy, as well as information on resources and accessibility. 

BIP Specialists were able to access moneys from various funders and programs, to enable 
consumers to maintain or transition to housing in the community. Among the sources were: 
OPWDD’s Individual Support Services (ISS), BIP Transformation Grants for Transitioning 
from institutions, Social Security, US Dept. of Housing and Urban Development (HUD), or a 
combination.

Current Cost Savings to New York State taxpayers based on transitioning to the community 
from IRAs (OPWDD’s Individualized Residential Alternative group homes) was $134,140.00.  

Much of this came from a single consumer, who transitioned out for 214 days at a saving of 
$367.50 a day, or a total of $97,020.00 that did not have to be spent.  

BIP Housing Specialists have sheparded 12 Consumers through the process to OPWDD-
Eligibility, thus far.

Some modest accomplishments of interest:

1.  One consumer has successfully transitioned from an IRA to a temporary placement at 
a home, while transitional and Individual Support Service dollars were obtained to get 
him reinstituted into his own apartment, where he has been living independently for 
the last nine months. 

2.  Two consumers have completed applications for OPWDD’s “Home of Your Own” 
(HOYO) low-interest-rate loan program, and are awaiting results. Staff continues to 
support them, helping gather any additional information they may need.
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3.  One consumer is looking to transition out of Aspire Housing in Erie County, and 
is working with staff to locate a new place in Niagara County. The individual has 
used transitional funds in the past, but the MSC and WNYIL will be accessing funds 
through BIP Transformation housing initiatives for self-direction.

4.  A consumer needed assistance seeking HUD monies and completing a housing 
application. The child who makes the family OPWDD-eligible has Autism and resides 
with a parent who is hearing impaired. The neighbors get upset with the loudness of 
the child; but, as the parent cannot hear, she is unaware of the occurrences. The family 
sought the funding to obtain housing that was appropriate for their needs, but once 
HUD support was in place, they decided to stay.

5.  Staff advocates enabled another consumer to gain a spot on the accessibility housing 
waiting list, and the individual is number 3 in line, at this writing.  

6.  A consumer came into the agency seeking a living environment that was healthier 
than the current apartment, which smelled of smoke and had bugs. The individual was 
moved into a smoke-free apartment building.

7. Being thorough, we note that two consumers decided to not move at this time.

8.  Staff continues to work with another consumer who wishes to transition to a different 
apartment. 

9. Finally, we enabled two other consumers to acquire ISS support dollars.

That’s the BIP one-year “report card”! Those interested in the services of this intense effort 
should contact the WNYIL Intake Office at 716-836-0822, ext. 126, as it will just last a few 
more months!

15



The new movie Me Before You is the latest Hollywood release 
stressing the “Better Dead than Disabled” maxim

Disability rights activists from many organizations, including the National Council on 
Independent Living (NCIL), the Center for Disability Rights (CDR) and Not Dead Yet 
(NDY), have united to protest a Hollywood “romantic drama”, released widely on June 3, 
2016. They strenuously object to Me Before You because of its appalling “better dead than 
disabled” message. In the film, the quadriplegic lead character is successful, wealthy, and has 
found happiness with a caretaker-turned-girlfriend. Nevertheless, he chooses assisted suicide 
in Switzerland as the noble option, compared to “being a burden” and having to live in a 
wheelchair, saying this enables his survivors to “live boldly”.  

The tearjerker romanticizes and reinforces inaccurate negative stereotypes about living with 
disabilities, suggesting they make lives have less value than other ones, and exploiting the 
emotions thus produced to draw (able-bodied) viewers to the box office. Equally disturbing 
is the timing of the release. Ben Mattlin, an author with spinal muscular atrophy, points out 
it arrived one week before California became the third state to have a “Death with Dignity” 
physician-assisted suicide law take effect, which he calls a “ghoulish juxtaposition [that’s] 
positively frightening”.

Members of Not Dead Yet in the United Kingdom protested at the London premier on May 
24th, and garnered significant mainstream media coverage during the protest and in the days 
following. Other protests were held opening weekend by disability rights advocates in cities 
across the United States and around the world, including New York City, Boston, Denver, 
Los Angeles, Berkeley, Atlanta, Chicago, Baltimore, Philadelphia, and later in San Francisco, 
Rochester, locations in Colorado, Texas and Connecticut and other cities. With the other 
widespread protests in Australia, as well as Britain, Wikipedia calls the #MeBeforeEuthanasia 
backlash “one of the first times the international disability community has worked together to 
protest a film on such a large scale.”

Despite tepid reviews from critics, and mediocre scores on critic ratings websites, ironically, it 
got high grades from audiences, and was the third most watched movie in North America on 
its opening weekend ($18.3 million; $26 million worldwide; by the end of June, $51.2 million 
in North America and $111.4 million, worldwide). Might these numbers have been inflated, 
in part, from curiosity caused by the many protests?

“The last big example of this tired theme was ‘Million Dollar Baby’, which came out before 
the major growth of social media but still resulted in protests covered in the New York Times,” 
said Stephen Drake, research analyst for Not Dead Yet (USA). “We can’t begin to keep track 
of the people and cities involved this time.”  
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Disability rights writers and bloggers have also been blasting the film for its oppressive 
portrayal of living with significant disabilities like quadriplegia. Examples include articles by 
disability studies scholar Bill Peace and activist and filmmaker Dominick Evans. Some have 
been featured in mainstream outlets like Emily Ladau’s article in Salon, Lauren West’s in 
Huffington Post, and Ben Mattlin’s in the Chicago Tribune. 

Not Dead Yet’s New England regional director John Kelly has the same level of spinal cord 
injury as Will Traynor, the lead male character in Me Before You. “Book and screenplay 
author Jojo Moyes admits she knows nothing about quadriplegics,” said Kelly, “yet her 
ignorance is allowed to promote the idea that people like me are better off dead. We are not 
‘burdens’ whose best option is to commit suicide. No one’s suicide should be treated as noble 
and inspirational. We reject this discrimination. Our suicides should be viewed as tragedies 
like anyone else’s.”  

One of the biggest concerns of the disability community is the message this movie sends 
to the 12,000 individuals who have new spinal cord injuries each year in the U.S. alone. 
Kelly Buckland, executive director of the National Council on Independent Living (NCIL), 
is a spinal cord injured husband and father. “Our society places a high value on physical 
appearance and ability and at the same time really stigmatizes significant disability,” says 
Buckland. “We understand what it means to deal with issues like the loss of one’s former 
dreams as well as the loss of physical abilities. When someone is first hit with this, they may 
spend time feeling that they’d be better off dead. If assisted suicide had been legal in the past, 
many of us would not be here today.” NCIL and all major national disability organizations 
that have taken a position on assisted suicide oppose legalizing it. 

The Center for Disability Rights (CDR) has produced a video denouncing Hollywood’s 
message of “Better Dead Than Disabled”, which is available on YouTube by typing or copying 
this web address into your Internet browser:

https://www.youtube.com/watch?v=PLPAzs0A5-Q

This video is a precursor to the “Live On” Campaign, a project of CDR that will debut 
soon. The Live On Campaign will feature a website of videos of people with disabilities 
talking about their experiences and encouraging other people with disabilities who are 
contemplating ending their disabled lives to Live On. Be on the lookout for that soon!

Watch the video and share it widely to encourage disabled people to ignore Hollywood and 
Live On!
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Buffalo Bills  
Alumni Foundation Inc.

Thank you to our Night for Independence Gala Sponsors!
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716.836.6600

3198 Main St.
Buffalo, NY 14214

(716) 836-5337

Queen City Imaging, Inc.
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280 Kenneth Drive, Suite 100
Rochester, NY 14623
Phone 585.427.8900

Toll-Free 800.546.7556

BlueCross BlueShield of Western New York
257 West Genesee Street
Buffalo, NY 14202-2657



Sponsors
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9580 Main Street
Clarence, NY 14031

716-759-6811
www.mainmobility.com

EBC is proud to support  

WNY Independent Living  
& The 2nd Annual   

Night for Independence Gala! 

1 . 8 7 7 . 6 E B C I N C                     w w w . e b c i nc . n e t         
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Lions Clubs 
International

The Best Home Healthcare Software
Economical Visit Verification

888-400-5048
www.caretime.us

Southwestern 
Independent 
Living
Center

843 North Main Street
Jamestown, NY 14701

(716) 661-3010
www.ilc-jamestown-ny.org

Eaton Office Supply
180 John Glenn Drive • Amherst NY, 14228 

Serving Western New York and the Greater Buffalo Region



$150:  5 Hours of fishing on a chartered boat, awards ceremony, and BBQ 
$75:  Your own boat and equipment, 5 hours of fishing, awards ceremony, and BBQ 

$25:  BBQ only (1 ticket)  - or -  $100: BBQ Family Pack (5 tickets)  

If you are interested in attending or sponsoring the fishing derby,
visit www.NiagaraFishingDerby.org  

or contact Michelle at (716) 836-0822 ext. 200.
Brought to you by Independent Living of Niagara County

Sunday, August 7, 2016
Bass Fishing Derby

11th Annual

6:00 a.m. - 12:00 noon 
Old Fort Niagara, Youngstown, NY at the boat launch. 

- Awards & Picnic -

Breakfast, beverages, BBQ, fishing 
poles and bait will be provided.

Starts at 1:00 p.m. at the Fin, Feather, and Fur  
Conservation Society (3F Club).  
904 Swann Rd., Lewiston, NY.

- Fishing Derby -

Awards Ceremony   •   Theme Basket Auction 
50/50 Raffle Split   •   Family Barbeque

24

$25: BBQ only (1 ticket)
or

$100: BBQ Family Pack (5 tickets)  

If you are interested in attending or sponsoring the fishing derby,
visit www.NiagaraFishingDerby.org  

or contact Michelle at (716) 836-0822 ext. 200

All proceeds benefit Independent Living of Niagara County

Family Barbeque
Sunday, August 7, 2016

Starts at 1:00 p.m. 
at the Fin, Feather, and Fur

Conservation Society (3F Club)
904 Swann Rd., Lewiston, NY



$150:  5 Hours of fishing on a chartered boat, awards ceremony, and BBQ 
$75:  Your own boat and equipment, 5 hours of fishing, awards ceremony, and BBQ 

$25:  BBQ only (1 ticket)  - or -  $100: BBQ Family Pack (5 tickets)  

If you are interested in attending or sponsoring the fishing derby,
visit www.NiagaraFishingDerby.org  

or contact Michelle at (716) 836-0822 ext. 200.
Brought to you by Independent Living of Niagara County

Bass Fishing Derby
6:00 a.m. - 12:00 noon 

Old Fort Niagara, Youngstown, NY at the boat launch. 

- Awards & Picnic -
Starts at 1:00 p.m. at the Fin, Feather, and Fur  

Conservation Society (3F Club).  
904 Swann Rd., Lewiston, NY.

- Fishing Derby -
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$25: BBQ only (1 ticket)
or

$100: BBQ Family Pack (5 tickets)  

If you are interested in attending or sponsoring the fishing derby,
visit www.NiagaraFishingDerby.org  

or contact Michelle at (716) 836-0822 ext. 200

All proceeds benefit Independent Living of Niagara County

Family Barbeque
11th Annual Bass Fishing Derby

Sunday, August 7, 2016

Awards Ceremony
Theme Basket Auction 

50/50 Raffle Split
Family Barbeque

Starts at 1:00 p.m. 
at the Fin, Feather, and Fur

Conservation Society (3F Club)
904 Swann Rd., Lewiston, NY
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Save the Date!

A Night for Independence

Western New York Independent Living, Inc.

To benefit Independence Express Transportation

Gala

Salvatore’s Italian Gardens
6461 Transit Rd., Depew, NY 14043

Saturday, May 20, 2017

By Sea - July 23 at Canalside with 
Adaptive Water Sports 10:00 a.m.-3:00 p.m.

By Land - July 24 at Delaware Park

Inclusion, Awareness, Visibility

Parade begins at 9:00 a.m.

Pride Celebration & Activities
9:00 a.m to 5:00 p.m.
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By Sea - July 23 at Canalside with 
Adaptive Water Sports 10:00 a.m.-3:00 p.m.

By Land - July 24 at Delaware Park

Disability
Pride FREE!

Independent Living, Inc.
Western New York

Family of Agencies

Celebration & Parade

Inclusion, Awareness, Visibility

Western New York Organizations invite 
you to join us to celebrate the Americans 
with Disabilities Act and Disability Pride 
with FREE food, fun, and games will be 
provided. We look forward to having you 

celebrate with us!

Parade begins at 9:00 a.m.

Pride Celebration & Activities
9:00 a.m to 5:00 p.m.

Office for People 
with Disabilities

Adaptive
Water Sports Smile Team

 
www.integrityhealthgroup.org 


