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message from the editor

Financial Preparedness

Be Your Own Best Advocate

Bill Dupes, Editor-in-Chief

For 30 years, the Amputee Coalition has provided information and support to
amputees, their families and healthcare providers. To further serve the needs of our
constituency, we expanded our mission in 2005 to include an advocacy program to
influence public policy regarding the fairness of prosthetic coverage.

The questions most frequently asked by amputees who contact the Amputee
Coalition relate to requests for information about finding resources for financial
assistance, and concerns about payment coverage for costs related to prosthetic
fitting and associated services, home and vehicle modifications, and durable
medical equipment (DME) such as wheelchairs, ramps and other adaptive devices.
Despite the broad spectrum of questions, it all boils down to one central, universal
concern —money.

Most financial experts advise to have at least six months of income set aside in a
rainy-day fund in case of an emergency or job loss. But even that isn’t enough for
someone unable to return to work due to a serious disability or illness. And the truth
is, nearly two-thirds of American families live from paycheck to paycheck.

A serious long-term illness or disability can have devastating, sometimes irreversible,
effects on a family’s financial well-being. In fact, the support of friends and family
members are the most relied-on financial support resources — until those resources,
too, are exhausted.

So, what can you do to ease the financial risks if you are one of the millions of
people who must stop working each year because of a serious health condition?
First, have hope — because there are things you can do to take control.

In times such as these, it’s only human to feel afraid and overwhelmed. But asking
for help is a sign of strength, and being your own best advocate can help you feel
more in control.

This issue was designed with the intent of addressing at least some of the basic
information you need to know to take steps to prepare for the future and deal with
the present for the benefit of yourself and your family. We hope that you will find it
both enjoyable and informative.

BE AN INFORMED READER

Editorial content (articles, news
items, columns, editorials, etc.) in
inMotion often contain healthcare
information. As an informed reader,
you should never make a decision
about managing or treating your
condition without consulting your own
clinicians: They know you best.

Sometimes, in our interviews with
people who are amputees, the person
being interviewed will say something
about his or her personal experience
that may not be entirely consistent
with standard practice. In these cases,
we print what the person said because
we think it gives readers insight into
that individual’s experience that we
believe will resonate with others. But:
We urge you to always check with your
medical team before changing your

own healthcare regimen.

Advertisements in inMotion are
reviewed according to established
criteria and guidelines. We aim

to support public awareness of
commercially available products —
things that might be helpful to you
and to avoid advertisements that
might deceive or mislead the reader.
Acceptance of advertisements in
inMotion is not an endorsement by
the Amputee Coalition. The Amputee
Coalition does not test advertised
products, conduct independent
scientific reviews of them or ensure
their claims. Companies that sell
through the mail must comply with
federal regulations regarding customer
notification if the product is not
available within 30 days. The Amputee
Coalition reserves the right to reject
any advertisement for any reason,
which need not be disclosed to the

party submitting the advertisement.

Opinions expressed in signed
articles are those of the authors and
are not necessarily endorsed by the

Amputee Coalition.

Printed in the United States of America.

Contact the Amputee Coalition at 888/267-5669 or amputee-coalition.org/motion n
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contributors

RACHEL HANDLER is an actor/singer/dancer and motivational
speaker. She became a below-knee amputee four years ago and
most recently appeared on Law and Order: SVU.

M. JASON HIGHSMITH, PT, DPT, PhD, CP, FAAOP, is a dual licensed
physical therapist and prosthetist. He is an ongoing co-principal
investigator of funded prosthetic and amputee clinical and translational
research. Currently, he is the deputy chief, Research & Surveillance
Division, Extremity Trauma and Amputation Center of Excellence (10P4R)
U.S. Department of Veterans Affairs. Email: michael.highsmith@va.gov.

JASON T. KAHLE, MSMS, CPO, FAAOQP, is a certified licensed clinical
prosthetist/orthotist and research scientist. He is an ongoing
co-principal investigator of funded prosthetic and amputee clinical
and translational research. He is a consultant with the University

of South Florida, Prosthetic Design and Research and the Prosthetic
and Amputee Rehabilitation and Research (PARR) Foundation.

All are located in Tampa, Florida. Email: jason@opsolutions.us.

HARRIET KAY, MSN, PMHNP-BC, is a nurse practitioner specializing
in psychiatry across the lifespan. In addition to her full-time private
practice responsibilities, she enjoys rock climbing and kayaking. She
believes in a holistic therapeutic approach and especially enjoys
participating and providing support to Catalyst Sports, a nonprofit
organization whose goal is to assist integrating people with physical
challenges into recreational experiences.
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The Living Well With Limb Loss Magazi

A Publication of the Amputee Coalition

InMotion magazine publishes unbiased journalism that
seeks to “empower and motivate” living well and thriving
with limb loss. The magazine targets amputees and their
families and is provided free electronically to all friends of
the Amputee Coalition and in hard copy to all subscribers.
Each issue covers health, well-being, exercise, life issues and
advocacy for amputees and their families. Stories showcase
amputees living and thriving with limb loss and profile
Amputee Coalition programs and services.

Editorial Board

LEIF NELSON, DPT, ATP, CSCS, is the assistant chief for clinical care in
the Extremity Trauma and Amputation Center of Excellence. He is a
doctor of physical therapy, a certified assistive technology professional,
and a certified strength and conditioning professional with the

U.S. Department of Veterans Affairs.

TONY PHILLIPS is the owner and executive director of Kouros Phillips
Development, Inc., a consulting firm based in San Diego offering grant
writing support for nonprofit organizations and education districts in
the U.S. and overseas. Tony is active in a variety of sports and a regular
spokesperson for challenged athletes and the amputee community.

Lisa Ann Cairns, PhD

Peggy Chenoweth

Marshall J. Cohen

Scott Cummings, PT, CPO, FAAOP
Steve Custer

Joseph Czerniecki, MD

David Dunville

Troy Farnsworth, CP, FAAOP
Col. Donald Gajewski, MD
Lacey Henderson

Samuel Johnson, PharmD, MPH
JasonT. Kahle, PPO, FAAOP
Stephen Luce

David McGill

Carol A. Miller, PT, PhD, GCS
Leslie Pitt Schneider

Staff

DEANNA POWER is the director of community outreach at Social
Security Disability Help. She specializes in helping people with disabilities
determine if they will medically qualify for Social Security benefits.

PETER PURDY became a bilateral below-knee amputee in 2003
when he contracted meningococcal meningitis. Before retiring, he
traveled extensively during a 35-year career of international family
planning and reproductive health, with a focus on Africa and Asia.

Lee Zimmerman is an accomplished freelance writer, reviewer,
critic and blogger. Over the past 20 years, his work has appeared

in a number of leading national publications, including CBS Watch!
Magazine, Goldmine, Country Standard Time, No Depression, New
Times, Billboard, and Performing Songwriter. He currently resides in
Maryville, Tennessee with his wife Alisa.

a utee Our Mission | To reach out to and empower people affected
A by limb loss to achieve their full potential through education,
Coa 1 OnM support and advocacy, and to promote limb loss prevention.

The Amputee Coalition is a donor-supported, nonprofit organization.

Susan Stout
President & CEO

Abra Hogarth
Director of Communications

Bill Dupes
Editor-in-Chief, inMotion

Michelle Wolfe
Director of Development

inMotion is published six times a year by the Amputee Coalition,

900 E. Hill Avenue, Suite 390, Knoxville, TN 37915-2568. This project
was supported, in part, by grant number 90LL0002-01-00, from the
Administration for Community Living (ACL), U.S. Department of Health
and Human Services, Washington, D.C. 20201. Grantees undertaking
projects under government sponsorship are encouraged to express
freely their findings and conclusions. Points of view or opinions do not,
therefore, necessarily represent official ACL policy. It is not the intention
of the Amputee Coalition to provide specific medical advice but rather
to provide readers with information to better understand their health
and healthcare issues. The Amputee Coalition does not endorse any
specific treatment, technology, company or device. Consumers are
urged to consult with their healthcare providers for specific medical
advice or before making any purchasing decisions involving their

care. No funding from the ACL is used to support Amputee Coalition
advocacy efforts. ©2016 by Amputee Coalition; all rights reserved.
This magazine may not be reproduced in whole or in part without
written permission of the Amputee Coalition.
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@ advocacy in action

by Dan Ignaszewski

@ For the Department of
Labor’s fact sheet on the rule
as it was proposed, you're
welcome to read more here:
dol.gov/ebsa/newsroom/
fsconflictsofinterest.html.

New Regulations for Financial
Advisors May Bring More
Transparency for Consumers

Last year, the Obama
I administration’s Department of
Labor proposed a new regulation

to address conflicts of interest in how
consumers receive retirement advice. The
rule was finalized on April 5, 2016 after
extensive public comments. Essentially,
the new regulation would expand the
existing regulations for investment
advice to also require retirement

advisers to abide by a fiduciary standard.
Expanding the fiduciary protections

of the fiduciary standard to retirement
advisors means that those individuals or
firms that provide retirement advice can
be regulated by the SEC or state security
regulators to ensure they are putting their
client’s interest before their own.

Some of the changes outlined in the new
rule include the following:

¢ Any individual receiving compensation

for providing advice that is individualized
or specifically directed to a particular
plan sponsor (e.g., an employer with

a retirement plan), plan participant or
IRA owner for consideration in making
a retirement investment decision is

a fiduciary. Such decisions under the
proposed rule could include, but are
not limited to, what assets to purchase
or sell and whether to rollover from an
employer-based plan to an IRA. Being a
fiduciary simply means that the adviser
must provide impartial advice in their
client’s best interest and cannot accept
any payments creating conflicts of

n /motion  Volume 26, Issue 3 May | June 2016
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interest unless they qualify for
an exemption intended to assure
that the customer is adequately
protected.

¢ The proposal carves out “retirement
education” from the definition
of retirement investment advice
so that advisers can continue
to provide general education
on retirement saving across
employment-based plans and IRAs
without triggering the fiduciary
duties. For example, retirement
education could consist of general
information about the mix of
assets (stocks, bonds, etc.) an
average person should have based
on their age, income, and other
circumstances, while avoiding
suggesting specific stocks, bonds, or
funds that should be a part of that
mix.

e Under the proposed rule, the rule
remains unchanged if an individual
calls a broker or adviser and tells
them exactly what they want to
purchase without asking for advice.
Because this type of transaction
does not involve advice from the
broker or adviser, the fiduciary
responsibility to the client is
exempted.

The Department of Labor produced
studies before the rule was proposed
that suggested consumers could save
in excess of $40 billion over the
next 10 years with these changes

in regulations. These studies were
produced by a regulatory impact
analysis and the bulk of the savings
from the report is estimated based
on the new regulation requiring a
fiduciary responsibility.

While the administration touts these
changes as an important consumer
protection, there have been varying
degrees of support and disagreement
with the proposed rule. Many

financial advisors and organizations
representing brokerage and asset
management firms have expressed
concern that the new regulation
could result in reduced access to
advice for consumers. With the
new reporting requirements to
monitor advisors and produce
better disclosures about hidden
costs, many of these organizations
have expressed concern that in the
short-term, the costs could increase
for consumers as some of these costs
get passed on. Others contend that
these costs will level out over time
and bring more transparency to
the market. As recognition of some
of these challenges, the final rule
provided an expanded timeline for
the regulations to go into effect.
Many of the regulations will be
enforced in April 2017, with full
compliance expected by January 1,
2018.

Like any new rule or regulation,
there’s likely some good and

some bad. More protections and
transparency for consumers are
important safeguards to help people
invest wisely, but potential added
upfront costs for consumers and
additional oversight of financial
planners could make it more difficult
for consumers to get retirement
advice.

The rule was proposed last year

and just recently finalized. It's
important for consumers to keep
an eye on regulations like this; with
the added transparency, consumers
are strongly encouraged to work
with their financial planners and
do their research to determine the
best retirement investments for their
individual circumstance and how
this proposed rule might impact
their current and future retirement
plan' P )
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WHO IS YOUR
HERO?

AMPUTEE

NOVAV/ I |

FINDING BALANCE

by Rachel Handler

My hero is my mother.
When | lost my leg at the
age of 24, she supported
me in every way possible,
without letting me lose my
independence.

Losing a limb can

put a strain on your
relationships with

friends and family. But
losing a limb as a young
adult can be especially
challenging when it comes
to relationships with your
parents.

| had a hard time determining how much help

| actually needed, and how much help was just
convenient and unnecessary. Living with my
parents right after my amputation was necessary,
but asking them for glasses of water every hour
was not! My mom helped me regain confidence

in my ability to take care
of myself and maintain my
independence as a young
adult.

After a few years as an
amputee, | still have my
good days and bad. Some
bad days can stretch into
bad weeks, and during
those times she’s always
there to remind me to
have hope — even when |
haven't realized that I've
lost it.

She’s become active on the Amputee Coalition’s
Facebook page; she likes to know as much as

me when it comes to prosthetic innovations.
Amputees face so many choices when it comes
to our socket and feet selections. I’'m a worrier,
and my mom is always there to help me make an
informed decision and to be a sounding board for
all of my concerns.

My mom believes in me — she believes in my
dreams of being an actress and a singer. Without
her love and support, | wouldn’t be getting
compliments like, “You’ve handled the loss of
your leg so well!” Thanks to my mom, adapting
to wearing a prosthetic leg has been more of an
interesting journey and less of devastating loss.
Thank you, Michelle Handler. =

motion  Volume 26, Issue 3 May | June 2016


mailto:editor:amputee-coalition.org

NDER

PrFQstheﬁst

How Can It Help You?

The Amputee Coalition’s mission is to reach out to
and empower people affected by limb loss to achieve
their full potential through education, support and
advocacy, and to promote limb loss prevention.

To support this mission, the Amputee Coalition

has developed many multimedia resources for
people living with limb loss. The Amputee Coalition
is the leading nonprofit organization in providing
these resources in the U.S. and worldwide.

Locally, support for an amputee comes from their
prosthetist, a medical professional who specializes
in the rehabilitation of amputees by designing,
fabricating and fitting a prosthesis. Selecting an
appropriate prosthetist can be confusing and
challenging. The Amputee Coalition has worked
hard to develop the most non-biased approaches to
helping someone choose a prosthetist. The Amputee
Coalition collaborated with the American Academy
of Orthotists and Prosthetists (AAOP) to develop a
nonbiased message on how to find a prosthetist:

1. Get information from an amputee peer.
2. Interview many prosthetists.

3. Find an office near you.

4. Ask family and friends to help.

5. Check credentials and education.

(Full Link: amputee-coalition.org/wp-content/uploads/2014/11/
Isp_aaop-prosthetic-patient-brochure_130115-040856.pdf)

Empowering an amputee with impartial advice on
how to find a prosthetist directly meets the mission
of the Amputee Coalition, and is a service to help an
amputee educate, advocate and seek local support
for themselves and their prosthetic needs. The
Amputee Coalition wants to help amputees find
prosthetists that are personally right for them. The
Amputee Coalition has partnered with a neutral,
non-biased prosthetic amputee researcher to
develop a Web site application called Prosthetist
Finder (prosthetistfinder.org), a new way to find a
prosthetist.

The Amputee Coalition believes a prosthetist should
be selected based on characteristics that best match
your needs. The Prosthetist Finder gives you control
over deciding which characteristics are important

to you. The Prosthetist Finder app allows you to
search for a prosthetist based on the characteristics
advocated by the Amputee Coalition and AAOP.

Over the next five issues of inMotion, we will be
discussing the importance of finding a prosthetist
based on the Amputee Coalition and AAOP message,
and how the Prosthetist Finder can help you find

a prosthetist who best suits your personal needs.
Please spread the word to your prosthetist and all

of your peers about prosthetistfinder.org so your
prosthetist can enter his or her information, build the
effectiveness, and be part of this exciting new Web
site application.

ProsthetistFinder.org

. amputee
coalition.

amputee-coalition.org
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Did You Know?

Is a nonprofit organization

Serves all amputees, regardless
of age, race, religious affiliation
or how they became an
amputee

Operates the Amputee
Coalition Paddy Rossbach
Youth Camp, a six-day
traditional summer camp
located in Ohio, for children
age 10-17 years old from
across the United States
each summer

In 2015, 110 children attended
our youth camp — FREE of
charge; thanks to our generous
donors, we are able to pay for
round-trip airline tickets and
the full camp tuition

Connects new amputees with a
certified amputee peer visitor;
individuals are matched based
on similar level of amputation,
age, sex and life experiences

In 2015, our peer visitor
program visited over 1,000
new amputees (an increase of
10 percent from 2014)

Provides amputees with virtual
support and networking
opportunities through social
media (the largest amputee
social media outlet in the
world)

Publishes inMotion, a
bimonthly magazine for
amputees and caregivers,
completely free of charge
to subscribers

Has a resource center that
provides comprehensive
information and connects
people who need assistance to
resources in their community

Has a call center that provides
real-time interaction with
certified resource center
specialists to help address
issues, concerns or questions

Holds at least three Limb
Loss Education Days each
year, with an average of

100 attendees at each event;
each of these events has

at least three educational
sessions, a small vendor
area and a lot of amputee
networking opportunities

THE AMPUTEE COALITION...

Holds a National Conference
annually, with approximately
1,000 attendees, including
amputees, caregivers, family
members, providers and
industry professionals

Will celebrate 30 years
of serving the amputee
community in 2016

Established April as Limb Loss
Awareness Month in 2012

Established Show Your Mettle
Day as the last Saturday in
April to encourage amputees
to show their courage and
independence by showing
their metal (prosthetic and
assistive devices)

Publishes First Step, a
comprehensive resource guide
on adapting to and living

with limb loss, and remaining
productive and independent

Publishes a resource guide,
Insurance Coverage &
Reimbursement: How to Be
Your Own Advocate, to help
explain your insurance options,
ensure you receive adequate
prosthetic coverage, and
empower you to play a role in
your own healthcare

m Advocates on behalf of all

amputees; in the face of
growing challenges with
insurance coverage, reasonable
travel requirements and
advancements in patient care
and technology, we ensure
amputees’ voices are heard
(#NotALuxury)

Works with research partners
to improve patient care (both
physically and emotionally)
for amputees, including our
Well-Being project and PALS
program

Works with research partners
to prevent primary and
secondary limb loss, raise
awareness of these issues and
improve patient outcomes

Provides scholarships to
amputees (the Christina Skoski,
MD, Scholarship and the

Scott Decker, MD, Memorial
Scholarship) to assist with
college tuition, as well as the
Bridge to Ability Scholarship to
help new amputees attend our
National Conference

Works with over 250 support
groups across the country.

Support Our Mission

The Amputee Coalition is a national, donor-supported, nonprofit organization. Our ability to provide information, °% 3y
education and support to amputees depends on funding from individuals, healthcare professionals, corporate 3 Oﬂ’l ..:o
sponsors and grant sources. We need funding so young amputees can attend summer camp. We need funding to help e°
those less fortunate attend educational events. We need funding to address the need for fair access to care for all
people with limb loss. No gift is too small, so please give today by visiting our Web site at amputee-coalition.org.
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@ travel & accessibility

E xploring Cuba With Limb Loss

by Peter J. Purdy

As our chartered flight landed in the Havana
airport on a rainy Sunday, I was excited,
imagining the adventures of exploring this

)\

island as it opens its doors to increasing numbers
of American visitors. Yet, I wondered how difficult
it would be to manage a two-week trip as a bilateral
below-knee amputee.

To visit Cuba is to step back into a 50-year time warp,
where horse-drawn taxis and bicycle rickshaws are
major forms of transportation together with the
legendary 1950s American Chevrolets that taxi tourists
in the larger towns. At the same time, this time gap
parallels the insensibilities about disability that existed
in the United States before the 1990 Americans With
Disability Act changed public policies and practices.

In short, travelling with limb loss in Cuba today is
consistently challenging, ever-surprising and often
requires helping hands along the way.

In spite of evolving U.S. State Department policies
vis-a-vis Cuba, Americans still must travel to Cuba
under the aegis of people-to-people programs with an
educational theme. In principle, seashore holidays on
Cuba’s legendary beaches are off-limits for Americans.
Thus, the current tsunami of American visitors usually
arrives in groups organized through avanatour, the

Cuban government agency responsible for arranging
itineraries and logistics and providing guides.

The advantage of these programs is the variety of
opportunities to interact with Cuban artists, musicians,
architects, teachers, students, ranchers, fishermen and
even workers crafting the famous Cuban cigars. Meals
are often served in private homes, Paladares, part of
the emerging small private enterprise permitted by the
Cuban government. Similarly, Casa Particularas offer
overnights in Cuban homes and, in small towns such
as Trinidad, are the primary form of accommodation.

Visitors with limb loss are well-advised to bring a set

of hiking poles to manage the cobblestone streets, the
high curbsides, steep stairs with no railings and the
narrow sidewalks with pot holes. Strong leg flexibility
helps in mounting horse-drawn carriages and bicycle
rickshaws needed to ply the small back streets of Old
Havana, Camaguey, and Bayamo. Daily bathing is also
a challenge: neither of the two five-star hotels provided
bath benches, although other smaller hotels managed
to find straw chairs to fit into the showers.

The rewards of a visit to Cuba are enormous. Cuban
music abounds in the streets and restaurants, and
visitors are often pulled into dancing a cha cha
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cha and even the Tumba Francesa,

a dance tradition influenced by
Franco-Haitian immigrants in the
19th century. Cuba’s Spanish colonial
architecture, much of it crumbling
but slowly being restored, is unique
and listed among UNESCO's World
heritage sites. Cuba’s 1959 revolution
remains an unapologetic theme, with
Cubans citing its achievements in
universal health and education while
acknowledging its abiding economic
challenges. Representations of Che
Guevara on T-shirts and billboards
stand alongside those of Fidel Castro
and are found everywhere, celebrating
their contributions to the fall of the
Juan Batista dictatorial regime and the
implementation of new revolutionary
principles.

Seeking to understand limb loss among
Cubans proved to be challenging.
Armed with Amputee Coalition
materials in Spanish, I visited the
major state-run rehabilitation center

in Havana, where I received varying

quotes as to the number of amputees
in Cuba, ranging from 2,000 to 3,500.

[ was initially led to believe that all
services were free, but later learned that
some clients did indeed pay a small fee.
In chance meetings with amputees on
the street, it appeared that obtaining

a prosthetic device did involve a

cost. In Cuba’s current economy of
scarcity, where one month'’s salary in
the public sector is the equivalent of
$20, acquiring prostheses seems to be a
healthcare choice, not a right.

Peer visitor programs, or support
groups, as we know them in the United
States are not yet part of the limb loss
scene in Cuba. Rehab centers in each
of the 16 provinces, in principle, have
a psychologist to deal with emotional
issues; however, there proved to

be no one filling that role in the
Havana Rehab Center. Government
officials proudly affirmed that the use
of Heberprot-P, a Cuban-generated
drug in use over the past decade, has
reduced the risk of amputation among

Photos courtesy of Matt Hale

diabetics by 75 percent. Because of the
U.S.-imposed blockade with Cuba, the
drug is not yet available in America but
is in wide use in other Latin American
countries and Europe.

Despite the Cuban-American standoff
over the past five decades, Cubans
like Americans. Their enthusiasm

over the opening of the American
Embassy in Havana and the March
visit of President Obama was palpable.
They were welcoming, hospitable and
ever-attentive to lending a helping
hand, be it in climbing stairs without
a handrail or stepping off a high curb.
As with any trip, the most lingering
memories are more about people than
about places, and the warmth and
enthusiasm of my new Cuban friends
will not be forgotten. As the end of my
visit approached, Cubans frequently
asked me if I would return. My answer
was always quizds, quizds, quizds, the
title to one of Cuba’s most popular
1930s songs: “perhaps, perhaps,
perhaps.” -
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There may

be help for
amputation pain.
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LEARN MORE:
440-951-2565 x153
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Follow biodesigns 6 HiFi T . i INTERFACE SYSTEM

¢ HiFi Interface is custom-made, adjustable, lightweight and low profile
¢ HiFi Interface works with all known suspension methods
(straight suction, roll-on liner, elevated vacuum, etc.)
¢ HiFi Transfemoral (A/K) Interface is subischial without vacuum
(sit flat on a chair, keep your leg on while using the bathroom, no more pinching)
e HiFi Interface was the socket used for DEKA’s “Luke Arm” project
(DARPA's Revolutionizing Prosthetics Program)
¢ HiFi Interface is comfortable and ideal for all activity levels and ages
¢ HiFi Interface is backed by evidence-based clinical support

Traditional “bucket” sockets simply focus on fitting the surface of your limb,
which results in numerous socket and sound side problems. The HiFi

is unlike anything else you have tried. It captures and

controls your underlying bone through our method of

compression and tissue release. No more sloppy

sockets or wasted energy. Our upper and lower limb

wearers constantly state their prosthesis feels

connected to them, is part of them, is comfortable

and they can do more than ever before.

For more information visit www.JoinHiFi.com
www.facebook.com/biodesigns
www.youtube.com/biodesignsuideos

INTERFACE SYSTEM P/F B00.775.2670 - HiIFiebiodesigns.com

FEATURED HiFi-ers
AIMEE &AL

“l was in traditional sockets previous to the
HiFis and they felt bulky, loose and heavy. In my
new HiFis, my prostheses feel connected to me
— they feel lighter, more comfortable, secure
and | forget they are there.”

“HiFi is a whole new world. | am able to wear it
all day, | have rotational control, | feel no
pistoning, | am very comfortable...| have my
independence again. | am confident, | feel |
have no restrictions. | would never go back to
my old system.”

O@hiodesignse:

the interface company
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@ federal affairs

by Leif Nelson, DPT, ATP, CSCS

Sergeant Nick Kimmel, U.S. Marine Corps (Retired),
is a difficult man to track down. He lives in
Fallbrook, California, but when I finally caught
up with him, he had just stepped out of his Jeep in Moab,
Utah. Kimmel was a combat engineer in the Marines, a job
he describes as being “a jack of all trades.” He built roads
and bases, constructed vertical and horizontal domains, and
swept for improvised explosive devices (IEDs).

On December 1, 2011, during his second deployment to
Afghanistan, Kimmel’s squad was building a patrol base in
Northern Sangin, just three miles south of the Kajaki Dam.
After assessing a roof on the newly built guard post,
Kimmel jumped down from the forklift on which

he was standing and landed on a 40-pound

IED. He woke up in Bethesda, Maryland

three days later. He is now living with

a left above-elbow and bilateral above-

knee amputations.

After inpatient care, Kimmel transferred

to Naval Medical Center San Diego

for his outpatient rehab. Since he was

still active duty, his job continued as it

had for the past two years to include high

and tight haircuts and morning formations.

He also regularly attended medical appointments

in the 30,000-square-foot Comprehensive Combat and
Complex Casualty Care (C5) facility. Kimmel describes CS5 as
a streamlined program in a fully automated facility, where
it's easy to get to all his daily appointments. He was aided by
facility design, as well as the ability to just hit his cell phone
to receive reminders about his appointments.

Physical therapist Jacqueline Moore, MPT, DSc, OCS, ATC,
CSCS, describes CS as a “comprehensive, multidisciplinary
care for service members, veterans, family members and
other beneficiaries with polytraumatic injuries, including
amputations.” A veteran herself, having served in the U.S.

to RALLY!

Army as a physical therapist from 1995-2007, she adds, “Our
patients are the best part of C5, and it’s a privilege to serve
them. We are able to work closely with other specialty care
providers to deliver the best care possible.” Moore commends
Kimmel for his focus and motivation. “He knows what he
wants to do and will work diligently to accomplish those
tasks, from snowboarding, to off-roading, to restoring old
Corvettes with his dad.”

Having spent so many hours with the rehabilitation team,
Kimmel is happy to continue to have a close relationship with
Moore, who was watching his dog while we spoke. He still
sees the same rehabilitation specialist, Jay Pyo, DO. Dr. Pyo is
the medical director for the polytrauma amputation
network site at VA San Diego Healthcare System,
and has worked with Kimmel since 2012.
Dr. Pyo transitioned to VA in 2013 from
his own military career as director of
rehabilitation at C5. He sees his current
role is to “establish a lifelong care plan”
for his patient with traumatic amputations
he saw at C5, as well as for veterans of all
generations with various pathologies. When
describing his experience in working with
Kimmel, he fondly shares, “He is a really sharp
guy. He has always had a lofty yet proven realistic
outlook on what he could achieve, and continues to
push our rehabilitation team to progress our team goals at the
accelerated rate. He was walking in a couple of months, and
back into sports and life at an exceptional pace.”

Completing a driver training course was a requirement for
graduation from rehabilitation at CS. For a self-described
“gear-head” and “adrenaline junkie,” driving was a primary
recovery goal for Kimmel. When asked what adaptations he
had on his Jeep, I was surprised when he said “A five-inch
lift, 37-inch tires, a wrench, bumpers, rock sliders, it’s all
decked out!” Clarifying that I was asking about disability-
specific adaptations, he said, “Nothing injury-specific, really.
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I have a second mode programmed in my
X3 [microprocessor-controlled] knees, and

I drive using my hips and both feet while
gearing with my good hand.” This is how he
negotiated the world-class terrain that makes
up the courses at the 50th Annual Easter
Jeep Safari in Utah. “Warfighter Made helped
build my Jeep and sent me to Utah. This is
my version of rec therapy.”

Kimmel is now in school working toward a

career as a mechanical engineer. He wants to

impact the off-road industry, which has its mecca in Southern California.
A certified welder since he was 16, he built a 26-foot metal fishing boat
while still in high school. Now, he is using his “mechanical mind” working
in technical and smaller scale product design in the world of shocks and
sprockets. “I think it would be cool to design a suspension system, and
then see a professional truck racer using it. A piece of equipment [ made up
in my head, drew on a piece of paper, and then it went into production.”
Clearly, Kimmel is excited by this opportunity to be “an architect for
moving machinery.”

For a guy who will wear his prostheses for the straight 22-hour drive to visit
his family up in Washington for the holidays, Kimmel is driven by what he
loves. He continues to engineer ways to stay on the road, and sometimes
off it.
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LIFE WITHOUT LIMITATIONS

RHEO KNEE

Stability and dynamics,
whatever the weather

Of the leading microprocessor knees, only RHEO KNEE 3 features
the highly-responsive magnetorheologic (MR) technology popularized
by the aerospace, defense and automotive industries. As a result,
RHEO KNEE 3 shifts almost instantaneously from high resistance
in stance to low resistance in swing. This zero lag experience
simulates the natural function of a physiological knee joint
and produces a fast, accurate response to changes in direction,

speed and terrain. So you can walk your way, whatever the weather.

Ask your prosthetist if the new weatherproof RHEO KNEE 3
is right for you, or visit www.ossur.com/rheo3.

FOLLOW OSSUR ON TEL (800) 233-6263

_ CANADA (800) 663-5982
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The Basics...
and Beyond

by Lee Zimmerman

There’s no doubt about it.

Planning for the future is one of the

most essential —and intimidating —

propositions that we as individuals ever

undertake. It’s mired in uncertainty and

unpredictability, its reliability dependent

on shifting trends and circumstances that are

far beyond our ability to control. It can be easily
undermined by events in the global marketplace,

the possibility of war and conflict, shifting energy prices,
unemployment data, political undercurrents and a host of
other scenarios that can trigger a monetary reaction one way
or another.

That’s the bad news. The good news is that you don’t have to sit
idly by and allow the shifting winds of fortune to steer your fate.
There are plenty of things you can do to ensure a future free of
financial stress and a comfortable lifestyle in retirement.
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Then there’s this
other rule of thumb:

DIVERSIFY

Don't put all of your assets
in one basket. Distribute
your portfolio between k

Think for yourself

Never leave your investments entirely
in the hands of others. Study your
statements and see if your goals are
being accomplished. Know exactly
which funds you are invested in. If
you don’t understand, ask questions.
J And then ask more questions. You can

stocks, bonds, cash, real
estate, precious metals,
commodities or other holdings you and your
advisor feel comfortable with. This ensures balance
and protects you in case one asset should suddenly
falter. Precious metals tend to rise in value when
the economic outlook is dimmer. Stocks and bonds
work counter to one another — when one goes up,
the other is likely to go down. Having cash on
hand for emergencies or to sustain you for three

to six months due to a sudden job loss is equally
important. Granted, most banks offer insignificant
rates of return, a fraction of a percentage point

in most cases, but the ability to pull out cash

at a moment’s notice goes a long way toward
sustaining peace of mind.

While we’re on the subject of financial advisors,
there’s this to consider as well: Does the firm

take commissions on their trades, or do they

set their fees based on your total holdings? An
unscrupulous agent that’s on commission might
make a trade simply to add to his earnings. That's
called “churning” and it’s highly unethical. If your
advisor takes a percentage of your holdings on an
annual, semi-annual or quarterly basis, then you'll
be better assured that his or her priority is to see
your assets grow, not only because they want to
do well by you, but because the more you have

in your funds, the larger their own return. While
their interests should always be in sync with your
own, this is one way to give them a vested interest
in your success. Check the fee structure and then
ask around. Is it in line with what other companies
charge?

never be too informed.

Take steps on your own. When you get your pay check,
pay yourself first, before you pay your bills. You may

not be able to afford a lot, especially after the normal
deductions and withholding, but give yourself something
you can bank and build from there. Use a portion of your
annual raise or cost of living increase to steadily increase
the amount of money you put away. Even putting away
a small sum, say $100 a month, will give you a feeling of
satisfaction that you're being proactive when it comes to
saving. Better yet, if your company matches any money
that you set aside, say, as an example, 50 percent of the
first $100 you automatically deduct from your pay check,
that’s a free $50 you earn even on top of any rate of
return. Maximize it to reap the greatest rewards.

Insurance and looking out for your needs

Nobody looks forward to paying their insurance
premiums. After all, you're essentially paying for
something you hope you never have to use, be it death,
disability or long-term care. Unfortunately, some of these
things are inevitable and it's best to be prepared. Spending
money now on disability or long-term care coverage can
save thousands of dollars when the time comes. The cost
of a stay in a hospital or nursing home can otherwise

be prohibitive. Life insurance coverage can help provide
for your family once you're gone. Choosing the amount
of coverage and figuring out the costs involved can

be complicated and frustrating. That’s where a good
insurance agent can help. Take the time to investigate the
options and listen carefully as your agent goes over the
details with you. That little extra time you spend now on
finding a plan that’s affordable and practical can make
things much more manageable in the future.
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Social Security isn’t going away
any time soon

Despite the political bantering back and forth about
the dangers of Social Security not being able to sustain
itself, the fact remains that no one wants Social
Security to go away. That would be political suicide.
Those within reach of retirement — anyone 55 or
older — needn’t worry, although annual increases

due to inflation might decrease as the years go by.
Still, for most people, Social Security remains a major
source of income for many individuals during their
retirement years.

If you apply for disability benefits, you're likely
entitled to receive the same monthly stipend that

you would receive at the usual retirement age of 66.
However, if that’s not the case, and you are trying to
decide when to take your benefits, the choice becomes
more complicated. A person is first eligible for Social
Security at age 62. For most baby boomers, full
retirement occurs at age 66. However, you can wait
until a maximum age of 70 to get a larger monthly
benefit. Just how much you will receive at any given
age depends on your employment history and what
you've contributed over the years. Generally, though,
you can think about it like this: For every year you
wait, you can expect an additional 8 percent increase
in your annual benefit. That’s a return far greater than
a typical investment will bring you these days. And
since it’s backed by the government, that’s a pretty
good prospect for building your wealth safely and
securely. As an example, someone who earns $2,200 a
month at age 66 will likely receive a monthly check of
nearly $2,900 at age 70, before Medicare deductions.

But what if you can’t wait until age 70 to begin

taking benefits? What if you can’t even wait until full
retirement age at 66, and you need to begin drawing
at age 627 Your benefit will be substantially less, of
course, and unless you suspend it and pay back what
you've received, you will be stuck at that payout rate
for life. So does that mean you should try to hold out,
even at the risk of not being able to pay your monthly
bills? Not necessarily. Factor in the amount of money

you'll forfeit between the ages of 62 and 66 alone. It
can amount to tens of thousands of dollars. For most
people, the break-even point between the amount
you would have gotten early on and the additional
amount you'll receive at full retirement age isn't
reached until you're in your late 70s. If you wait until
age 70 to collect, your break-even point comes even
later, not until your early 80s. Go to socialsecurity.gov
and use the calculator to help find your best options.

The decision often boils down to your health and your
family’s medical history. It may be sobering to think
about, but if your parents died young, or if you have
some recurring health issue that indicates you will not
live until a ripe old age, it may be best to take your
benefits sooner rather than later. It's money you can
use now that you won’t have any need for later on.

Don’t do it alone

If you're struggling with a financial burden now,
seek help. No matter where you live, there are state
agencies that can help your with your needs, either
due a physical impairment or a lack of financial
resources. Ask about food stamps, job placement
services, transportation assistance and daycare
possibilities. If you're having trouble paying the
mortgage or making the rent, talk to your bank or
landlord and explain the situation. In most cases,
they’ll appreciate your honest assessment of the
situation and will show a willingness to work with
you. Take the time needed to investigate, because as
with most efforts we make, the results are generally
worth the time spent pursuing them.

Finally...

Think positive and don't allow yourself to be
overwhelmed. These are important decisions that
need to be made, and they literally affect your entire
life. The choices that you make now will make your
future more secure and give you that feeling that your
destiny is in your hands. And that’s exactly where it
should be. Take control, and good luck! *

Contact the Amputee Coalition at 888/267-5669 or amputee-coalition.org  ~Motion
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2016 Limb Loss
Education Day Series

A donor-supported nonprofit

“No other local gathering is as powerful
and as important in educating,
connecting people with local resources,
and promoting healthy and fun
adaptive recreation to the limb loss
community.”

~ Susan Stout, president & CEO,
Amputee Coalition

Amputee Coalition’s Limb Loss
Education Days are wonderful
opportunities to connect with
knowledgeable experts, adaptive
recreation leaders, exhibitors
and the limb loss community
near you!

For more information, visit:
amputee-coalition.org/lled
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Calculating the

Lifetime Cost of Prosthetics

by Tony Phillips

Advancement in prosthetic technology, Perhaps the most significant obstacle to calculating the

as in all fields, comes at a price. A modern real cost of a prosthetic limb is the fact that virtually no

prosthetic limb is more than a peg or a manufacturer openly discloses its prices. If you want to
hook. The research, design, testing and refinement of buy a BMW, you can check the sticker price. If you want
the most advanced limbs is something approaching a new myoelectric hand, you'll probably never know for
the boundary of science fiction. Yes, there are “basic” certain exactly how much your transaction cost. Cash
model arms, legs, hands and feet in use around the buyers in the advanced prosthetics market are scarce,
world, even in advanced countries. But more and extremely so. The overwhelming majority of prosthetic
more, one sees images of amputees functioning limb expenses are borne by public or private medical
with the most high-tech devices; one might assume insurers. Those insurers negotiate rates with prosthetists
that the state-of-the-art is available to anyone, but it and prosthetic manufacturers and whatever the sticker
isn’t — and cost is a major reason. price of a new limb might be, it's far different than

what actually gets spent.
Figuring the real cost of amputation (or limb

difference) is a tricky thing, for several reasons. That being said, there are some generally accepted
First, it's not just the cost of the prosthesis that has figures that are at least in the ballpark for calculating
to be calculated - there is also the cost of service, prosthetic cost. Perhaps the most accurate numbers

maintenance and repair. There is
the cost of prosthetic

supplies (liners, socks,

etc.). Then there is,

of course, the cost for

the prosthetist, whose

expertise makes all the (W vl wltn \WR\'"__ V
difference between a \ \ \
good prosthesis and a bad

one. These things add up

and change the true cost

projection of anyone living

with limb loss.
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come from a 2010 study published in the Journal of
Rehabilitation Research & Development. The study found
that, for veterans of post-9/11 conflicts returning with
limb loss, the average cost of an upper-limb prosthesis
and related supplies and services exceeds $23,000

per year, and the lifetime cost for the average veteran
surveyed will reach a projected $823,239. For lower-limb
prosthetics, the average annual cost is nearly $46,000
and projected lifetime cost is a staggering $1.46 million.

However, the VA provides its patients with a higher
standard of care than most other insurers. So to
calculate what things cost for the non-veteran, the
best self-declared authorities on the subject report the
following round numbers for different amputation
levels:

e Below-Elbow $5,000 to $8,000

e Above-Elbow $12,000 to $15,000

$8,000 to $15,000

$20,000 to $40,000

¢ Below-Knee

e Above-Knee

These are averages. They reflect the cost of widely
accepted contemporary components from major
manufacturers. They do not reflect the cost of the most
newfangled gear. A single high-end hand can cost more
than $20,000 from the factory and a top-of-the-line
microprocessor knee ranges from $30,000 to $100,000.
Using a mid-range of the more conservative numbers is
probably the best way to calculate typical costs.

Thus, if you're wearing the latest microprocessor knee
from an industry-leading manufacturer, plus an energy
return foot, plus a suction suspension socket, plus a
gel liner — then you're wearing a new BMW. If you're
wearing two, you're wearing a condominium in Boca
Raton. If you're wearing those plus a myoelectric hand
and an above-elbow socket, you're wearing a veritable
yacht.

Sadly, the string of big numbers doesn’t end there.
Even the best prosthetic components have no more
than a three-to-five-year lifespan - let’s call it four. So
that $30,000 knee will need to be replaced soon and,
if you are the average user, it will cost you $7,500 per
year for the knee alone, excluding all of the other
components. Moreover, four-year lifespans make sense
for full-grown adults. For children, they're pointless.

Contact the Amputee Coalition at 888/267-5669 or amputee-coalition.org motion E
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A toddler fitted with her first prosthetic leg before her
second birthday will change legs more than a dozen
times before she reaches maturity. Sockets will be re-cast
and rebuilt. Feet and knees will be replaced. Pylons will
be lengthened.

Also contributing to the turnover cost of a prosthetic limb
is the wearer’s activity level. An active child might nearly
destroy his or her leg by the time it's replaced. Likewise,
athletic adults will find that the lifespan guidelines are
overly optimistic.

In general, the consensus seems to be that the real
lifetime cost of prosthetic replacement for an amputated
or congenitally absent limb is equal to one-fourth the
cost of the complete prosthesis times the number of years
the individual will live. If you have a $30,000 prosthesis,
you're 50 years old and expect to see 80, that means the
cost of your prosthetic care, maintenance, replacement,
etc., will total roughly $7,500 x 30, or $225,000. For a
newborn, the cost will be at least double that and likely
much more.

That sounds like horrible news for insurers, who
ultimately bear most of the cost, even at negotiated rates.

Lifetime Cost?

But it turns out that, despite the astronomical expense

of prosthetic technology, the cost of fitting patients with
technology suitable to their functionality and lifestyle is
actually lower than the cost of doing nothing at all. Prior to
implementation of the Affordable Care Act, the California
Health Benefits Review Program determined that every
dollar spent on rehabilitation saves the economy $11 dollars
in various welfare and disability benefits.

Cost, of course, does not determine either necessity or
medical appropriateness. Just because BMWs exist, there is
nothing wrong with a Chevy. The most salient consideration
for patients, insurers, prosthetists and policy makers should
always be what is best indicated for a given patient to
maximize the likelihood of his or her return to the most
active, functional life possible. That may come at a high
price but it’s a price worth paying.
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Applying for

Disahility Benefits After an

Whether from an illness or an accident, having to amputate a limb is a serious and life-changing
event. One of the last things on your mind should be finances. If you have found that you are no longer able
to work after an amputation, there could still be resources available. The Social Security Administration
(SSA) offers financial resources for people who are unable to earn income due to an illness or injury.

Medically Qualifying for Benefits

To keep the approval process as
straightforward as possible, the SSA has a
medical guide called the “Blue Book” that

it uses to determine whether or not an
applicant is eligible for benefits. Amputations
are listed in Section 1.05 of the Blue Book.
There are four ways to medically qualify if
you have received an amputation.
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one:
You have lost both of your hands.

This is the first and most straightforward
way to qualify. If you have lost both of your
hands, you will automatically medically
qualify for disability benefits.

two:

You have lost both of your legs from
the ankle above, and you cannot walk
effectively.

This is the second listing, and it is a little
more complicated to prove in some cases.
Not only will you need to have both feet (or
higher) amputated, but you must be unable
to use prosthetic devices. The way the SSA
defines walking effectively is being “capable
of sustaining a reasonable walking pace
over a sufficient distance to be able to carry
out activities of daily living.” Activities of
daily living include preparing food, using
the restroom, using public transportation
or driving, grocery shopping and daily
grooming.

If you must use a wheelchair after your
amputations, you will likely qualify for
disability benefits under this second listing.
If you are able to wear prosthetic limbs, you
may not qualify.

Related Resources

n ]
m n “tatl 0 n by Deanna Power

three:
You have lost one hand and one leg above the ankle,
and you cannot walk effectively.

This listing is very similar to the one above. Qualifying
after losing a hand and a leg will depend on whether or not
you are able to use prosthetic devices.

four:
You have had a hip disarticulation.

Regardless of any ability to wear prosthetic devices, the
SSA understands that losing three weight-bearing joints is
exceptionally challenging. You will automatically qualify if
you had a leg removed from the hip.

Applying for Social Security Benefits

If you are ready to apply for Social Security disability
benefits, you can apply for benefits in one of two ways.

The first would be to apply online on the SSA’s Web site.
This is the easiest way to apply for benefits, as you only
need to list the doctors or surgeons who have treated you.
You can also start the application, save it, and come back to
finish it at any time. Applying online is only available for
adults who have been a part of the workforce.

You can also schedule an appointment at your local SSA
office. This is the only option available for parents applying
on behalf of a child who has received an amputation. There
are SSA offices in every state. To schedule an appointment,
you can call the SSA toll-free at 800/772-1213.
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The Difference Between Myoelectric and
Body-Powered Upper-Limb Prostheses:

Body-powered prosthesis with

HiFi socket, Boston

HiFi socket, TRS Sure-Lok and I L

Grip 3 terminal device.

Bionics’ i-limb
myoelectric hand.




Activity-specific prostheses provide functional advantage for the user.

Depending on functional needs, control scheme familiarity and user preference,
either BP prostheses with conventional hooks or myo are advantageous
compared with each other or other alternatives.

Compared with myo prostheses, BP prostheses are more durable, require
less training time and adjustments, are easier to clean, and function with less
sensitivity to fit.

BP prostheses provide more sensory feedback than myo prostheses.

Improvements in BP prosthetic operation may be made within harness and
cabling systems.

Intuitive prosthetic control may require use of multiple control strategies, such
as BP, myo, or hybrid, that require less visual attention and ability to make
coordinated motions of two joints but should be evaluated for each individual
upper-limb prosthesis user.

Cosmesis is improved with myo prosthesis over BP prostheses.

Prosthetic rehabilitation plan addressing critical factors such as EMG site
selection, controls and task training, and comfort by cohesive team will improve
function and long-term success of electrically powered prosthesis users.

Roll-on sleeve improves suspension and increases range of motion compared
with self-suspending sockets.

Regular myo prosthetic use supports reduced cortical reorganization and
phantom-limb pain intensity.

Proportion of rejections are not different between BP or myo prostheses.
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If you have
upper limb loss,
we need your
help!

Receive $10 for taking an
online survey about your
opinions on new prosthetics

You can take the survey if:
-You are at least 18
years old
-You have limb loss
beyond finger level

To participate, visit:
tinyurl.com/UMOPsurvey

Contact Susannah Engdahl at
sengdahl@umich.edu with questions.

JMI UNIVERSITY OF MICHIGAN

Fred’s Legs Inc.,
introduces
The “DANGER” SleeveArt

For ALL our
wounded
warriors and
Veterans with
a Sense of
Humor will
honor your
approach to life!

Fred’s Legs, Inc.
www.sleeveart.com
954- 646-1026
Port Charlotte, Florida
World Headquarters
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Travel and lodging are on us.

Call us 24/7 at

1-800-858-7276

www.UltraProsthetics.com

775-882-1561 | fax

Dan@ultraprosthetics.com
Patientrep@ultraprosthetics.com

WE:

# are Marine Corps veteran
owned by Dan Haney, C.P.
< keep working until you're satisfied
< will make your prosthesis in
about a week
« provide references gladly
and proudly
* accept VA, Medicare, Medicaid
and other private insurance

-
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Would you like your prosthesis
to look like an actual leg?

We provide cosmetic covers!

Se habla espafiol.

Coalition at 888/267-5669 or amputee-coalition.org ~MOtion m
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“We are all on a river
that changes every
single day, bringing
with it beauty, peace,
fear and challenge.
It is just that each of

us has a different run.”

Navigating Life’s

River of Choice and Chance

by Harriet Kay

In 1968, there was nothing to

prepare my mother for what she

would discover upon awakening
from delivering her baby. There was no
ultrasound available to answer the questions
in her mind about why her baby didn’t
move the way her last one had during
pregnancy. It was also the time when
husbands paced in the waiting room and
women were sedated just before delivery.
Nothing could prepare my dad for the news
he would need to give my mother - that
their little baby had been born with some
kind of defects and that doctors and nurses
were still trying to figure out what was
wrong.

No matter that first day into the world, I
came in not just surviving but thriving.

And from those first years grew a young girl
with a heart that would find a way to make
whatever she wanted to do happen. It wasn't
always easy. I had a deformity that caused
entrapment of my lower limbs, feet and
ankles and my right hand in tissue. There
was clubbing, fatty parts and webbing where
healthy ankles, feet and fingers should have
been. But I was fortunate that my family
found the help for me that would make a
difference in my life.

We lived in rural southwest Georgia. Finding
the right help meant hours of driving for my
family back and forth to Atlanta for surgical
consultations, hospitalizations, clinic
appointments, prosthetic appointments

and therapy. At one point, it meant my
mother and I living in a duplex in Atlanta
so that I could learn to walk while my

father worked and provided for all of us.

It meant years of hardship in the form of
untreated pain and frightening surgeries and
treatment. Pediatric medicine is practiced

very differently today. Thankfully, there

is greater attention to the physical and
emotional suffering that can occur to small
patients. Mornings sometimes meant getting
up hours earlier before school because new
sockets were painful and adjustment took
time. Tears and the knowledge that I just
had to do it were the precursor to morning
classes.

Despite all of this hardship, there was
incredible joy and laughter. My parents
believed in integrating all of this into

our lives. Moving forward and having

a “normal” life in very abnormal
circumstances were the order of the day. I
learned to ride a bicycle, run and swim. I
played kickball at recess, climbed the ropes
and the monkey bars, and jumped off the
swings. [ pushed through pain and adversity
along with my family to create an awesome
and full life.

Today, I am 48 years old and am continuing
to fulfill my dreams and goals. I recently
completed my Masters in nursing as a nurse
practitioner, specializing in psychiatry and
behavioral health. I work with clients from
children to seniors in assisting them with

a variety of behavioral health needs to
improve their quality of life. I own a home
and work too many hours to pay a mortgage
and support a lazy dog and a diva-like

kitty. I have survived divorce, loss and the
disappointment that living almost half a
century will bring to a person. And just as

I did in my youth, I have found incredible
happiness and accomplishment. I appreciate
the smallest gift of the day. And I still love to
play, but now it is in a whitewater kayak or
on a rock wall.

It is all this that makes the reply to the fact
that “I was just born this way” so much
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harder to take sometimes. I am
proud of my body and am never
shy about the fact that [ have
carbon fiber and shine in a dress or
skirt. I am often asked the question
of what happened to me that [ have
bilateral below-knee amputations.
It isn't the question that makes

me cringe, but the statements that
burn, diminishing not only my
sacrifice but my parents.” They seem
innocent enough: “Oh, so you
never knew anything different,” or
“Well, you just learned all of this
so much easier,” or “No wonder
you do so well - it was a lot easier
for you being a kid and growing up
this way.” The bottom line is, I did
have an instinct to adapt. However,
I certainly knew that there was a
difference. Growing up with any
kind of difference can be extremely
challenging on an emotional level.
There are foundational ideas about
one’s identity that are formed in
childhood. Unfortunately, these
ideas can be in the form of lies that
you tell yourself about your very
existence. It can take a lifetime

to dispel the demons inside your
head.

Those of us who have experienced
limb loss all have a story and
challenges. Not a single one of

us is better off than another. Just
as all of us in life have our own
struggles, we all have an individual
experience. We are all on a river
that changes every single day,
bringing with it beauty, peace, fear
and challenge. It is just that each of
us has a different run.

Contact the Amputee Coalition at 888/267-5669 or amputee-coalition.org motion E
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We wish to thank our advertisers

for their support, which helps to make it possible for us to provide important services
such as peer visiting, advocacy, our youth camp and national conference to the limb loss community.
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900 E. Hill Avenue, Suite 390
Knoxville, TN 37915-2568

ottobock.

Reclaim your determination

" Smartphone app puts control
in the palm of your hands.

.-~ Real-time adjustments keep up
with your lifestyle.

www.ottobockus.com

Yuu
& | @


http://www.amputee-coalition.org
http://www.ottobockus.com



