A non-profit 501(C)(3) organization

Greater Boston Chapter

- National Spinal Cord njury Asociation

NEWSLETTER

- SPRING 2008

Saturday, June 14, 2008

Suffolk Downs Race Track, East Boston

Starts 12pm / Buffet 1pm/ Ends 5pm

Chapter members and guests are invited to a chapter event with lunch and socializing at the
races. It's a good opportunity to meet chapter members & see friends in a casual atmosphere.

The first 40 GBC members to sign up get a free ticket and can bring one free guest.
(Additional guests will have to pay the $20 per ticket cost )
To RSVP, call or email the GBC office: (781) 933-8666 or sciboston@aol.com
Please RSVP by Friday, June 6th!

Chapter Info

Website:
www.sciboston.org

Email:
sciboston@aol.com

Offices:

2 Rehabilitation Way, 1st Flr.
Woburn, MA 01801

New England Rehab Hospital
Phone: 781.933.8666

125 Nashua Street, 9" FIr.
Boston, MA 02114
Spaulding Rehab Hospital
Phone: 617.573.2081

GBC Directors Note ICLEELLEEY
by Dave Estrada

Dear Members,

I’'m excited to announce that our efforts in getting the SCI
Trust Fund Bill passed in 2004 have finally come to fruition.
Massachusetts Department of Public Health Commissioner
John Auerbach recently announced the release of $450,000
to two Boston-based scientists for research into a cure for
spinal cord injury (SCI). This is the first time such funds have
been released.

Dr. Jeffrey Macklis of Massachusetts General Hospital and
Dr. Ted Teng, of Brigham and Women’s Hospital will receive
support for their work through the Spinal Cord Injury Trust
Fund, which was established by the Massachusetts
legislature in 2004.

Continued on page 6...




Support Meeting Schedule

“One of the best ways people with SCI learn,
is from each other.”

BMC Support/Discussion Group Meeting
(Held every third Tuesday of the month @ 4PM)

» May 20, 2008 -
e June 17, 2008 -

e July 15, 2008 -
Boston Medical Center - 7West -Harrison Ave Campus

Rhode Island Info/Support Group
(Held Bimonthly on the third Wednesday @ 6:30PM)
» Wednesday, May 21, 2008 -

Southern New England Rehab Ctr, in 3 ctr. Gym
21 Peace St. providence, RI - (401) 456-4517

Spaulding Support/Discussion Group Meeting
(Held every fourth Thursday of the month @ 4PM)
» May 22, 2008 -
* June 26, 2008 -
* July 24, 2008 -
Spaulding Rehab Hospital, Boston. For info call: 617-573-2081

Springfield Support/Discussion Group Meeting

(Held the Last Tuesday of the month @ 6PM)
» May 27, 2008 -
e June 24, 2008 -
* July 29, 2008 -

Mercy Hospital - 271 Carew St, Springfield, MA
For info call: Sharon: (413) 748-6892

Whittier Rehab-Westborough Support Group
(Held every Second Wednesday of the month @ 5PM)

* May 14, 2008 -
* June 11, 2008

* July 9, 2008 -

Whittier Rehab Hospital in Westborough
For info call: Lynn: (508) 871-2000 x2165

Woburn Support/Discussion Group Meeting
(Held every first Wednesday of the month @ 6PM)

e May 7, 2008 *
* June 4, 2008

* July 2, 2008

New England Rehab Hospital - Woburn, MA.
Please call 781-933-8666 if planning on attending.
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Stay informed of current
Chapter News & Events.

Visit the GBC Website:
www.sciboston.org

The site is updated weekly as needed.
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GBC Mission Statement

The Greater Boston Chapter of NSCIA is a
501(c)(3) organization working to Reach,
Inspire, Support and Empower individuals
and their families affected by spinal cord
injury and paralysis throughout Massachusetts.

GBC provides, access to resources, vital
information, peer visitors, advocacy and
educational information. From the moment of
injury, GBC provides one-on-one services to
the newly injured and those around them as
they learn to cope with dramatic change and
adjust to post-injury life.

GBC members include individuals with a
spinal cord injury and paralysis, their
families, health care and rehabilitation
professionals, policy makers, and others.

Board of Directors

Ron Bielicki

Chris Diehl

Michael Ferriter - President

Bethlyn Vergo Houlihan

Dave Kimball - Vice-President Finance
Jean O’Leary - Vice-President Programs
Ellen Philbin

Maureen McKinnon-Tucker - V.P. Advocacy
Deb Woodbury

GBCOs

Have email and want to receive Chapter
news and event information as soon as we
get it? (Sometimes it’s time sensitive)

Join Emai |

Email us at: sciboston@aol.com

This email list is for Chapter use only and
is not shared or sold.
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Rene Gibson
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Paul Daniel
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Caralyn G
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Sharon M. Matthews
Dennis J. Villano
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Elizabeth & Carmen Amico
Frank and Elaine Romano
Bob Grande

Josephine and Hendrik Workman
Barbara & Domenic Drago
Donna and Joseph Zito
Dolly & Arthur O'Neil

Gary L. Kielpikowski
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Ms. Geraldine Mitchell
Daniel & Regina Ferrara
Joan Mauro

Janice and Santo Spina
Lorraine Zolla

Camelia & Rocco Leone
Linda & Robert Gadbois
Michelle & Peter Imonti
John & Kathrine Nazzaro
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Kellie-Lyn Anderson

Sue O'Brien

Elizabeth A. Mirasolo
Phylllis & Leo Mirasolo
Kathy Murphy
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Jill Hayes
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Jane Azia
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Cynhia Steele

Monica Brookman

Jennifer Godwin

Stephen Kline

Kathy Moran
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Margaret Resker
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Saul Brightman

Marc & Hilary Hershman
Richard Burchell

Michael A. Ferriter

Robert & June Poor
Kathleen MacPherson-White
Hannah Kaplan

William Poor

Caroline Jensen

Hamblett Family

Louise Talbot

George & Joan Kelly

Martha Petuzzi
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Carol R. Porter

Constance Wingard

Mr. and Mrs. Robert Pawlak
Bill Pirtle

John and Claudia Forbes
Jim and Kathy Cliborn
Barbara Pool

John Brisco & Roberta Briscoe
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Janis and David Newcomb
Christine G. Hassan

Mr. and Mrs. G. Arthur Smart
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Message from the GBC President Mike Ferriter

Hello GBC Members,

Thank goodness Spring is here. Seemed like a long winter. Our GBC is still working hard to get

newly injured people back into their community safely. As hospital lengths-of-stay shorten we find

things not only very hectic but people need more help when they've gone home.

GBC is also gearing up for our annual GOLF Marathon fundraiser, on Sept. 8. We're moving from

the planning stage to the doing stage, so any members who want to volunteer to help us board
members in our gallant effort, please call the Woburn office.

Have a fun, safe spring and summer. Please join us at Suffolk Downs Race Track for a fun

afternoon of watching races and visiting.

* * %




The warm weather is here, get out and enjoy it with these Activities!

Accessible Cape Cod Info:

The Cape Cod Disability Access Directory has a website dedicated to accessible things on the
Cape. This website includes guides for beach access, transportation, gas stations, lodging,
restaurants, health care facilities, ATM's and cinemas. Visit www.capecoddisabilitv.org

AUni versal Access Programo:

The Department of Conservation and Recreation (DCR) is the state agency that oversees the
Division of State Parks and Recreation. DCR runs the “Universal Access program” which
provides accessible: beaches, boating, hiking trails, pools, fishing piers and other accessible
activities, visit:: www.mass.gov/dcr & click “Universal Access Programs” or call: 617-626-1250.
Below are some highlights of the different programs they offer.

There are several public state beaches that provide beach wheelchairs. They feature an umbrella
and ratcheting handles and can also be used as a push chair.

An accessible boating program that includes canoeing, kayaking and paddleboat and rowing.

Camping is a very affordable way to enjoy a vacation. Cabins are available for rent year round.
Tent camping has been made more accessible to wheelchair users with designated hard-packed
level sites featuring pedestal grills and accessible picnic tables. Fees range from $15.00 to
$50.00 per night. Reservations are available by calling 877-422-6762 or visiting
www.reserveamerica.com.

Cycling is certainly a great way to enjoy the outdoors. Hand cycles are multiple speed large
tricycles with quad cuff hand grips propelled by hands, arms and upper body and are available as
rentals at privately operated bike concessions.

Hiking is becoming more accessible in State parks. There are two categories of trails, Accessible
and Assessed. Accessible Trails are either paved or made from stone dust and are generally one
-quarter to three-quarter miles in length. Assessed Trails are actual dirt hiking trails and offer a
more rugged experience. Maps have been designed to provide information on grades, cross
slopes, trail surfaces and obstacles. Assessed trails are one-half to 2 miles in length.

If you want to be outside without the exercise, there is a list of accessible picnic areas and
scenic vistas accessible by car.

For info contact the DCR;
www.mass.gov/dcr and click on “Universal Access Programs” or call: 617-626-1250.

Adaptive Sailing - www.piersparksailing.org or call: 617-561-6677.
Come sail on Boston Harbor at Piers Park Sailing Center in East Boston.
A community sailing center providing recreational, educational & personal
growth opportunities for people of all ages and abilities. Special seating &
Adaptive systems will allow paras & quads to fully participate as they wish.

More Accessible Recreation continued on page 5...




(...continued from page 4)

List of Recreational & Sports Organizations for People with Disabilities

- AccesSportAmerica - (866) 457-7678 or: www.accessportamerica.org
Offers: windsurfing, kayaking, rowing/sculling, outrigger canoeing, water-skiing, kite sailing, rock/
wall climbing, cycling & more.

- All Out Adventures - (413) 527-8980 or: www.alloutadventures.org
Offers: accessible flat-water canoeing and kayaking, cycling, hiking, bird watching, camping and
more in various locations throughout Massachusetts.

- Butlee's Handicap Adventures - (508) 588-8059 or: www.handicapadventures.org
Offers: camping, hunting and fishing.

- New England Paralyzed Veterans Assn. - (800) 660-1181 or: www.nepva.org
Offers: bass fishing, deep sea fishing, tennis, trap shooting, billiards, skiing and rowing, etc. Also
has a team for: quad rugby, basketball and softball.

- New England Wheelchair Athletic Association - (781) 830-8751 or: www.newaa.org
NEWAA helps individuals with physical disabilities participate in recreational and sports activities.

- NorthEast Passage - (603) 862-0070 or: www.nepassage.org
Offers: cycling, waterskiing, sled hockey, scuba, golf, equipment rentals, etc.

- Outdoor Explorations - (781) 395-4999 or: www.outdoorexplorations.org
Offers: kayaking, sailing, snowshoeing, and other outdoor activities.

- Quad Rugby - www.quadrugby.com
Quad rugby or wheelchair rugby

- Shake-A-Leg - (401) 849-8898 or: www.shakealeg.org
Shake-A-Leg operates three major programs: Whole Life Therapy (for Adults and Teens),
Adaptive Sailing, and the Confidence Is Cool Children's camp.

- South Shore Center For Outdoor Education (781) 982-5205 or: www.top-roping.com
Offers: outdoor rock climbing, Target Archery, ACA Intro To Paddling, and Adventures in Youth.

-AUni ver sal Ac c eslbe DEpt. of onsemation and Recreation, Comm. Of MA.
617-626-1250 or www.mass.gov/dcr . beaches, boating, hiking trails, pools, fishing & more.

- Wheelchair Sports & Rec. Assn - (617) 543-8062 or: www.wheelchairsportsandrecreation.com
Offers: sledge hockey, quad rugby, basketball, training and field games.

- AbilityPLUS at Attitash, NH - www.abilityplus.org. or (603) 374-2688

Offers adaptive sports and recreation programs in NH. In summer offers; Water-skiing, kayaking,
cycling clinc/group ride in the N Conway area, also have hand-.cycles available for rent. Adaptive
'rock’ climbing in Mt Washington Valley. In winter offers; skiing, snowboarding, x-country skiing.




GBC Directors Note
(...continued from page 1)

The Fund derives revenue from a $25 dedicated surcharge to persons seeking to get their driver’s
licenses reinstated after suspension for multiple moving violations. Slightly over $100,000 has
accumulated annually in the Trust Fund since 2004. Although other proposals were received
through the competitive bid process, due to a shortage of funds, only two proposals could be
partially funded.

“We are truly excited to be able to support the work of these two established researchers and hope
that in some small way, we will be able to contribute to the goal of reversing spinal cord damage”,
stated Commissioner Auerbach.

Dr. William Sniger, a member of the Massachusetts SCI Trust Fund advisory panel who is an SCI
Medicine specialist and is also a quadriplegic himself, stated, "We hope that Massachusetts will
initiate a leadership role in this vital area of biomedical research. Discovering a cure for persons
paralyzed by SCI will also lead to major breakthroughs for millions of other patients with related
neurological disorders such as Parkinson's, brain injuries and multiple sclerosis." Dr. Eric Ruby, a
pediatrician and chairman of the Massachusetts SCI Trust Fund advisory panel added,
"Investment in a cure for SCI pays large dividends in personal and financial terms. Massachusetts
has taken a leadership role in health care and research. We have the infrastructure at our
fingertips: world-class hospitals, biotech, and research. It makes sense to increase our funding to
create jobs and hope for those with SCI. I'm proud of The Department of Public Health and am
glad | can play any part in the process of collaboration which leads to a cure."

It is estimated that there are up to 500,000 Americans paralyzed due to SCI with an additional
10,000-15,000 new injuries annually. The average age of persons with such injuries is 31 and
such injuries most commonly result from motor vehicle accidents, falls, sports injuries and
violence. Average lifetime medical expenses for a quadriplegic ranges between $1.6-3 million.

The total charges for MA acute care hospital treatment (including emergency department care)
associated with SCI in 2006 was over $33 million, over one quarter of which ($9.36 million) was
paid with public funds.

We still need your assistance in getting the original intended amount of the SCI Trust Fund Bill:
Please call your legislators (state rep & senator) and tell them you would like them to redirect the
50% of the funds that are going into the general fund back into the SCI Trust Fund.

Thank you.

David Estrada,
GBC Executive Director

Host an exchange student with a SCI today!

The Education First Foundation is looking for a family to host a foreign exchange student with an
incomplete spinal cord injury. For more information please contact: Lori Scogin, Recruitment &
Placement Manager, EF Foundation for Foreign Study, in Cambridge, MA 02141.

Call: 800-44-SHARE or email: Lori.scogin@ef.com. Their website is: www.effoundation.org




ADAPT Announces 10 Best and Worst States for Community Services

ADAPT announced the 2008 Ten Best and Ten Worst States in the delivery of home and
community services to people with disabilities and older Americans.

Speakers representing states in both the best and worst categories spoke at the press
conference about the horrors of nursing home life and the joys of living in the community in those
states that provide good community services.

The grouping of states into the top and bottom ten was based on publicly available data from
highly respected researchers, supplemented by the results of an informal survey widely
distributed across the country by ADAPT.

The states are listed alphabetically, not ranked numerically;

TEN BEST HONORABLE MENTION TEN WORST STATES DISHONORABLE MENTION
Alaska Kansas Arkansas Alabama

Colorado New York Georgia District of Columbia
Maine Washington Florida New Jersey
Massachusetts Wisconsin lllinois Ohio

Michigan Wyoming Indiana Pennsylvania
Minnesota Louisiana

New Hampshire Mississippi

Oregon North Dakota

Rhode Island Tennessee

Vermont Texas

Individuals with spinal cord injury (SCI) without pain.

Do you have a Spinal Cord Injury? If so, the Department of Anesthesia at Brigham and Women's Hospital
is conducting a research study for individuals with spinal cord injury (SCI) without pain.

For participation:

-You must be between the ages of 18 - 70 years old.
-Be able to make 1, four-hour hospital visit

For more information, please visit our website at www.brighamandwomens.org/paintrials or contact the
Translational Pain Research Group at 617 - 525 - PAIN (7246), or email paintrials@partners.org

SCI Volunteers with Pain are needed SCI Health Study

The Transitional Pain Research Group at
Brigham & Womens Hospital is conducting
clinical trials that evaluate various
medications to help relieve chronic
neuropathic pain as a result of a spinal cord

injury.

You may be eligible for this research study if
you:
- Are 18 - 70 years old
- Have been diagnosed with a SCI
- Have had chronic neuropathic pain for
3+ months

For more info, call (617) 525-PAIN (7246) or

A NIH-funded study is being conducted at the West
Roxbury VAMC in Massachusetts to identify factors that
may be important in the overall health of people with spinal
cord injury. This study has been conducted since 1994 by Dr.
Eric Garshick.

Participation takes 2 - 3 hours, and retest you every 2 yrs.
You will be compensated $50.

The study consists of a health questionnaire, pulmonary

functioning tests, and measurement of height, weight and

arm span.

You must be: - 22 or older - Injured for at least one year
- Without other neurological disorders.

If interested, please contact: Sarah at (617) 323-7700
x6655 or email: vasciresearch@yahoo.com
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8th Annual Golf Marathon Monday, Sept. 8, 2008
Pinecrest Golf Club, Holliston, MA 7

The GBC needs your help to make this a very successful fundraiser/Nsa

You can help by doing any of the following:

» Recruit Golfers- Ask family, friends, co-workers, neighbors, anyone and everyone. Golfers
get pledges per hole, with an attempt to do 100 holes. We have an info sheet explaining
everything for the golfer.
» Solicit Sponsorships from Companies- We have a solicitation letter that you can give to
companies, it explains who we are and asks them to commit to one of the sponsorship levels
listed.
» Get Prizes from Businesses-We award our golfers for their efforts with prizes (gift
certificates, small items, sports tickets, etc.) We get these prizes donated to us from
businesses and people. We have a Prize Request Letter you can give out to business’s.

*** Contact the Office for more info or to get the different letters. Also check our website ***




