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Preface by Richard Radtke

In 1981 | first began realizing that | was becoming disabled. My strength was waning. It was
becoming increasingly difficult to hold onto things or lift my legs. | was tripping and falling. My
father had died 8 years earlier of pneumonia due to complications from Multiple Sclerosis. | had
alwayswondered if | would be next. And so it was. In that year, | too was diagnosed with the
disease. My self-esteem plummeted on a path to total disintegration. After awild gallop, | was
quickly the operant of awheelchair. By 1985 | was a quadriplegic and have been so ever since.

In youth much of my self-worth was grounded upon physical attributes. | competed in college
football and was the friend often called upon to rel ocate sofa bed couches. The journey from
being a defensive end that hunted quarterbacks to a quadriplegic in a wheelchair incapabl e of
movement from the neck down was formidable.

At first | thought that | could no longer contribute to society or mankind. My self-esteem had
evaporated (many people take asimilar kind of pilgrimage). To my salvation, over some period
of years, | discovered that | could still contribute, albeit in other than physical ways. Eventually
my obligations to mankind became greater than ever. | discovered that we all have a
responsibility to one another even if one has adisability. The method to fulfill that obligation
differsfor each of us.

For me, role modeling is not an academic approach. It is giving of myself so that othersand | can
move forward and make a difference in the world. It requires some bearing of self and soul. We
all have talents and some are well hidden. A mentor'sjob isto foster talents and oftentimes to
demonstrate, firsthand, that dreams are attainable.

| believe that people learn the easiest by example. Our activities with people with and without
disabilities have shown this to be true. We have taken groups of youth with disabilities out into
field conditions where few have been before. When they see a quadriplegic being placed into a
rubber raft, propped up by life jackets and cushions so that he can lead in research, and paddied
out into the stream or lagoon, something stirs. Those who doubted now want to join the
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adventure. Role modeling requires that we give of ourselves. We stretch our boundariesin order
to help others stretch theirs.

Most youth long to be engaged in the activities of life. A true role model shares himself, his
knowledge, histime, his energy, and his efforts. We believe that young people see and feel that
sharing and will, in turn, engage it.

Supporting youth with disabilities through role modeling: Oceans of Potentiality

In 1996, the authors of this paper submitted a proposal to the National Science Foundation (NSF)
to explore outdoor education opportunities for youth with disabilities with the mission to
motivate youth with disabilities to stay in school, move on to college, and consider careersin
math, science, engineering and technology. Initially, the NSF funded a 1-year pilot project to
involve youth in stream and reef research on the North Shore of Oahu, Hawaii. A year later the
project was expanded into a 3-year effort to involve youth with disabilities in camping and
wilderness experiences across the state of Hawaii.

Richard Radtke is a practicing scientist: a marine biologist and oceanographer. Heis al'so
severely disabled, paralyzed from the neck down by Multiple Sclerosis. Jim Skouge is a special
educator with a background as a camp director for youth with disabilities. Both are experienced
in assistive technology and media. Both are faculty at the University of Hawaii. Both believein
the power of story telling - which explains why the stories that follow are written in the voice of
the first person.

From the outset, we (Rich and Jim) both agreed that the Oceans of Potentiality Project, although
complementing the math and science curricula of public schools, would be wholly different from
what youth might experience in the classroom. Our goa was to design experiencesin which
youth with disabilities could join a community engaging in great and challenging adventures.
Our dream was to create interdependent experiences that could be transformational, in which
youth with disabilities discover that they can do and be anything that they choose to be. We
wanted to plunk kids right into the middle of great stories that could touch them at the very core
of their attitude about themselves.

We started by recognizing that Rich has all the right stuff to become a hero and arole model for
youth. Heis abig man - ex-football player. Paralyzed from the shoulders down, controlling
computers with voice and head movement. Living with pain. Physically fit. A vegetarian, who
swims every other day and exercises with discipline every morning and evening. Family man
who travels with his wife Judith and daughter Ocean. Supported by youthful attendants who,
themselves, are college students pursuing careers in marine sciences. A Golden Retriever service
dog that turns on and off lights and computers and even calls elevators!

Rich isafield scientist who scuba dives and works in remote and romantic places - Greenland,
Antarctica, Norway, Alaska, Hawaii, Samoa, the Arctic. Surely, we had here the stuff of ahero
and role model for youth. Someone who could penetrate the can't do chains of disability and light
aspark in youthful eyes. We were determined to create experiencesin which Dr. Radtke could
touch and be touched by youth.



We also wanted to celebrate science within the context of culture and the arts. Recognizing that a
great strength of Hawaii isin its cultural diversity and Polynesian ancestry, we invited Angela
Zangerle and MakiaMalo to join us, both proud Hawaiians and powerful role modelsin their
own rights.

Angelaand her family live in Waianae on the island of Oahu, alocal and proud Hawaiian
community struggling to find and maintain its identity. Angelais the mother of ateenage girl,
Lia, who was hit by acar 7 years ago, suffering severe traumatic brain injury. The family fought
back from financial ruin, overcoming tremendous odds. Liais now in high school, out of the
wheelchair and succeeding in school with special education supports. Angelais now recognized
as a statewide advocate for parents of children with traumatic brain injury. In partnership with
the University of Hawaii, Angela and her family, and many youth from the Waianae community
produced a film on Lias accident promoting traffic safety and the need for traffic signalsin
Waianae. This award-winning film, entitled Watch it, Don't dodge it! is now shown in public
schools throughout the state. Angela would be a perfect role model for parents of youth with
disabilities. Not to mention that teenagers of all sorts love being around her for her humor and
boundless energy: she teaches traditional arts and crafts; she grew up on the ocean (her father
was a fisherman); she speaks the local pidgin; and her cooking is da bomb.

Please join us, Angie, we can't do it without you.

In no time at al, Angie was to become our camp cook, crafts lady, and auntie to countless youth
with and without disabilities.

MakiaMalo isastoryteller. He is now world-renowned. But his anchor isin the classrooms of
Hawaii's public schools. He is joyous and utterly incomparable, telling stories that make kids
jump with fear, scream with laughter and struggle to hold back tears. Makia grew up on
Kalaupapa. He was taken from his family when he was 12 years old because a spot was
discovered on his skin indicative of what was then called leprosy (Hanson's Disease). Makiatells
his stories of growing up both before and after the exile. Hilarious stories of the local kids
growing up on Punchbowl, working in taro patches, skipping school and swimming naked in the
Nuuanu Stream. Poignant stories of the exile to the inaccessible peninsula called Kalaupapa,
with its sorrows, terrors, and joys of coming of age: hunting wild pigs with his dogs, shooting
sharks from the pier, picking opihi and diving for octopus, piano playing in the community hall
and drinking beer with friends in the moonlight, the tolling of the church bells, ailmost daily, for
the dead. The legacy of Father Damien. The medication and the cure. Leaving Kaaupapa, blind
and disfigured. Marriage. University and graduation. Divorce and re-marriage. And staying
forever connected with Kaaupapa, living both in Honolulu and back home. We held our breaths
as we phoned to invite him to join usin our Oceans of Potentiality adventure. We told him that
we wanted to inspire youth through heroes and role models.

Would you join us?
Without a moment's hesitation, nor any request for additional information, Makia said, "of

course." Makiawould become our folklorist and cultural broker. None of uswould be |eft
untouched.



So, there we had it: our core faculty: Rich, Angie, Makia and Jim, each with our circles of
support. Since that time, four years ago, we have challenged more than 100 youth with and
without disabilities to think about their lives and futures, striving to engage themin
transformational experiences. What followsis a brief sharing of some of those events. Asyou
read, we hope it becomes clear that we are not engaged in aformal prescription for youth
empowerment. Instead, we are uncovering some of the ingredients for deconstructing the
disability paradigm.

Our ingredients for youth empowerment in science, math, engineering and technology include:
Hero building and story-telling

Role modeling and mentoring

Interdependence, cooperation, partnership, community building and service

Cross-cultural sharing and the arts

Camping, outdoor education and adventure in majestic places

Media, computing, assistive technology, and the Internet

Career education and visioning

The ingredients listed above are not technical or scientific terms. Nonethel ess, each has become
loaded with meaning for us. In the vignettes that follow we will try to illustrate each, given that
the activities we support are intended to be fun, challenging, connected with nature, technology
enhanced, universally designed, culturaly referenced, and community enhancing.

We believe in community building through universal participation. Activities are challenging and
purposeful for everyone including the adult volunteers. No one stands back. Adults and youth,
alike, help one another with chores and, on occasions, activities of daily living, helping those
who cannot feed themselves, pushing wheelchairs, volunteering as sighted guides. As
appropriate, we even help with transfers, bathing and dressing, respecting one another's privacy,
but appreciating that camping is a unique experience in which personal and public boundaries
sometimes dissolve.

We also believe in public reflection and expressions of gratitude and commitment. Our camps
include circles of sharing in which everyone expresses what touches them and commits to
community service.

The organization for the vignettes includes selected stories from (a) our Through the Viewfinder
youth-produced television series, (b) our day camps on the North Shore, (c) our 3-day campsin
Waianae (Oahu), Kalaupapa (Molokai), Koke'e (Kauai), and Waimanu (Big Island), and (d)
reflections on the disability paradigm as we have ourselves have changed and been transformed.



Through the Viewfinder (youth-produced community television)

For some years Jim (one of the authors) had been active with his colleague Mary Kelly working
with troubled adolescents living in Waianae and along the Leeward Coast of Oahu and
supporting them to produce video letters and video celebrations of their lives. Music videos were
acommon genre, but after several of the youth elected to document community events (cultural
festivals, local musicians, and so forth), it seemed a natural progression to build a bridge with
Hawaii Public Television (O'lelo) to create a youth produced television series. A production
company was formed, naming itself "Through the Viewfinder," with a membership consisting
mainly of troubled youth, their parents and siblings, and the occasional specia education teacher,
and mental health counselor. As acompany (we preferred calling ourselves "family"), we
completed the necessary training to access the O'lelo production studios and borrow their field
cameras and equipment.

For reasons unfathomabl e to this author, O'lelo offered "Through the Viewfinder" alive half-
hour television spot once a month in which our youth were to be behind the cameras, in front of
them, and even in the control booth. We accepted the offer. Thiswas LIVE television, available
in thousands of homes statewide! A guarantee of gray hairsfor any of us old enough to feel
responsible. The youth were in heaven.

We were scheduled to go on the air at 8:00 p.m., the first Wednesday of each month. On the
broadcast day, we were allowed into the studio by 4:00 (4 hours before air-time), which was
good because it gave us ample timeto set up and rehearse. It was also bad because it was a
school night and we were pretty well worn out by air time. Kids got cold. No food was allowed
in the studio. And there were plenty of buttons and wires to invite kids to get into trouble. By the
time 8:00 rolled around some of our more "active" youth (special educators called them
"hyperactive") were off thewall. But al in all, we did fine. We all knew that we were engaged in
something very important and very complicated. Additionally, all the kids knew their friends
from school were watching. Not to mention the fact that this writer feared that his friends from
work might be watching, too.

Jim and Mary alternated being floor directors or managing the control booth, and other than the
time that Teresa (an emotionally disturbed teenager) broke down crying as she was controlling
one of the cameras, things were upbeat and working. The kids invited the guests. We rehearsed
the questions. The guests showed up. The 30-minutes were over before they started. And, the
show was being watched. The kids were gaining notoriety in the community, which was good, as
they had been totally invisible or worse, before.

But then came the Christmas show when the stage was set, the tree was lit, and the guests (local
musicians) didn't show up. (It's possible Margaret had forgotten to invite them.) It was 30
minutes to show time. We phoned. They weren't coming. Perhaps 20 or more of us sat on the
cement floor of the oh so over air-conditioned studio wondering what to do. It cameto a vote.
This author voted that we call it abust and ask Olelo to substitute anything on tape perhaps even
acue card announcing, "show cancelled due to no guests." But the kids were not to hear of it. It
was Christmas. We owed the community a celebration. They voted that everyone who had talent



was to sit on a carpet in front of the tree to tell Christmas stories, sing carols and offer Christmas
wishes to the community.

"Are you achicken?' they asked me. Yes | was a chicken. Absolutely. "Cluck, cluck." (My
friends might be watching.)

The show went on. We did as voted. The lighting was good. The audio was fine. The content was
as you might imagine, rough and unrehearsed. But we made it. We sang songs to which many of
us did not know the words. We made up stories. The kids called me uncle and insisted that | start
around robin Christmas story. We each shared something for which we were grateful. And then
it was over. "All clear on the set." Pinch myself, we had survived. The kids were elated. We had
overcome great adversity. We had bonded. And we all agreed that we would never again produce
alive show in that oh so cold studio.

By January, we had accumulated enough lights, tripods, mixers, microphones and camerasto
open our own "mini" studio in Angie's garage. It was tight, but it worked. What had been cold at
O'lelo, was warm and friendly at Angi€'s garage where we produced one new live-to-tape
television show per month for more than a year to come. Our programs were still aired on O'lelo,
it'sjust that we now delivered our shows "in the can." The formulaworked. Soon we became
guite a community sensation. The garage door remained open. Neighbors and on-lookers
standing in the driveway, peering in. "Quiet on the set.”

We explored al kinds of thingsin Angi€e's garage including puppet shows, story reading, and no
end to music and entertainment. But we kept coming back to the interview format. V, ablind
high school student, became one of our lead hosts. She was a great listener, always nodding and
leaning into her guests, reading her notes from her Braille notebook computer. Among our
guests, we started interviewing more and more people with disabilities. It is as though we were
all discovering and rediscovering that our first mission was to explore, discover and celebrate the
culture of disability. Thisfact truly hit home the day V interviewed Cheryl Nelson a blind
community activist. V, aso blind, was interviewing a woman who was a personal role model.
Cheryl described growing up in an institution for the blind. V listened and questioned in
disbelief. Together, they shared examples of prejudice they had experienced. The interview was
electric. At its conclusion, V thanked her guest and we knew to a person that thiswasrole
modeling at its best. Our kids had the power to give voice to their role models.

Soon afterwards, the youth invited Dr. Radtke and his service dog to appear as guests. He
showed up with his entourage. Raised roof van and lift, Judith and Ocean (wife and daughter),
youthful attendant and service dog. A big man in afloppy hat, wearing a passion pink T-shirt, his
arms folded gently on a bright blue pillow adorned with fishes, and aleash draped over his
forearm attached to a Golden Retriever so beautiful you couldn't take your eyes off her.

"Make way for Dr. Radtke!" Cameras and cables were pushed aside as Rich was pushed and
positioned next to Liaand Tim, hisinterviewers. "Quiet on the set.”

With halting speech and all the struggles associated with traumatic brain injury, L guided Rich
and the audience through questions about his work and his dog. Then, as part of the plan, she



made her own presentation on ocean pollution asking the audience to throw wads of paper, one
piece at atime, into an inflated plastic swimming pool, to demonstrate the overwhelming damage
caused by overpopulation on the fragile ocean environment. Rich sat patiently at her side,
commenting on her presentation, and supporting her as she answered questions from the
audience.

Inviting Rich had been L's idea. Some weeks previous she had begun participating in our Ocean
of Potentiality day camps on the North Shore of Oahu and had embraced Rich as a hero and role
model. Already she was saying that she wanted to become an oceanographer. And here Dr.
Radtke was her guest on our own "Through the Viewfinder!" After that day, the stage was set.
Most of our "Through the Viewfinder" youth wanted to join Oceans of Potentiality. And, in turn,
the Oceans of Potentiality became a co-sponsor of our company.

Field trips on North Shore Oahu

In 1996 we received our first NSF grant to support youth with disabilities to explore careersin
science, math, engineering and technology. We were given one-year's pilot funding to create a
science club in which all manner of youth would engage in field-based science with Dr. Radtke.
It was a simple and inauspicious beginning. Rich's daughter was named Ocean. He was an
oceanographer. We named the project Ocean of Potentiality.

The work scope was most definitely "do-able" and it was honest. Kids would see and experience
the very kind of work Rich and his colleagues do. Rich knew of a stream that fed into the ocean
at apark on the North Shore of Oahu in alocation that was accessible to our beach wheelchairs
(which were built of PV C pipes and balloon tires). Kahuku High School was located nearby with
science and special education teachers already known to us, with unbridled enthusiasm for any
project promising to get studentsinto field experiences. As an added plus, the Center for
Independent Living operated in partnership with the high school supporting young adults with
disabilities who had recently graduated, but had failed to make the transition to work or post-
secondary education. It sounded like the perfect pool of students. So we held a meeting at the
school, laid out a plan, and reached a consensus that we would meet 6 Saturdays over the
ensuing severa months at the mouth of the stream to engage in basic field research. The Kahuku
folks were to supply the kids and Dr. Radtke and his graduate students would deliver the
curriculum. Rich had limited experience working in field conditions with youth with disabilities.
Jim had no experience with stream biology or marine science. Together we figured we'd make a
fit. The die was cast.

It was rainy and a bit blustery. Rich was sitting in the beach wheelchair covered in bright yellow
rain gear, wired-up with a head-set microphone connected to an amplified speaker propped
against his footrest, making his voice loud enough, but perhaps alittle tinny, and with the
occasional squeal of feedback. Three inflatable boats were in various stages of readiness, angled
with their bowsto the river's edge. The ocean surf played against the sand dunes just behind. All
kinds of scientific paraphernalia were strewn about: nets, chemistry sets, rope and floats, cameras
and binoculars. Graduate students standing with their hands in their pockets probably wondering
what Rich had dragged them into. Rich's family, Judith and Ocean, Josh his attendant, and the
service dog. Two sign language interpreters. An independent living counselor and the high



school teachers. And then the youth: four of whom were Deaf, one was blind, several had
traumatic brain injury and associated |earning disability, and then a number of teens from the
Kahuku High School Science Club who had no disabilities at all, but aimed for careersin science
and technology and were hungry for the learning opportunity. We probably could not have been
amore diverse group. Rich called usto order. We did our round-robin introductions. And before
much el se happened we were forming cooperative teams. The teams dispersed. The wind and
rain slackened. Blue sky and blue water reigned. An auspicious beginning for the first day.

Rich's graduate students were to act as team facilitators showing the kids what to do, how to set
up the equipment, what to observe and how to record. The projects were varied: inventorying life
forms on the beach; netting fish; photographing leaves and plants; measuring water, salinity and
other chemistry. The truth isthat Rich's students knew alot. They were Master's and Ph.D. level
scientistsin their own rights. But they were not teachers. And they most certainly did not have a
clue how to organize or manage their groups so as to insure the cooperation and interdependence
of the diversity of members. The tendency from the beginning was to assign or default the
leadership to the gifted kids from the science club with the kids with the more severe disabilities
assuming more passive roles. This challenge, by the way, continues to perplex us to this day
having tried many strategies with more or less success.

A second redlity that hit us early on was the general preference of the Deaf students to stay
together as ateam. Thisis perfectly understandable (as they do speak a common language), but
troublesome nonethel ess exacerbated by the fact that we are usually limited to just one or two
interpreters. Our strategy to date has been aform of reverse mainstreaming in which one or two
hearing students are included on the Deaf student team.

Perhaps what intrigued us most from that first day, was the apparent ease with which some youth
with disabilities accepted passive roles on their teams. Oftentimes they were the ones sitting on
the outer edge, not volunteering, deferring responsibilities to others. What to do? Again, we
certainly do not have any one answer, but the strategy that we began using, right then on that
very first day, was what we call role modeling: Rich would participate in every activity, aso.
The kids would seg, firsthand, that one of the most severely disabled members of the group
actively participated in everything, no matter how extreme or creative the accommodation. If
Rich could do it, couldn't V?

As casein point, one afternoon we were sending teams out of our line of sight, around abend in
the stream where there was noticeable current. The teams were using the inflatable canoes and
kayaks, accommodating 2-3 persons in each boat. The team wasto paddle to the site, anchor a
net on one shore, then paddle across the current or in some way pass the net to a boat on the
opposing shore to anchor it there. The stream was perhaps 20 yards across. The team was to wait
some minutes and then check and inventory the contents of the net placing any live crittersinto
zip lock baggies to share with Dr. Radtke, observe and record, and then return unharmed to the
stream. It was seemingly a simple enough task. The kids had been doing it with joy and
enthusiasm all morning. But when it came time for Vicky's team to embark after lunch, V quietly
but firmly declined to participate. She was blind. A senior in high school. And very strong
willed. | don't careto joinin. I'm not feeling well. Please go without me.



That was when we decided that Dr. Radtke should head-up V's team. We would put him into one
of the inflatables along with a strong kid who could paddie solo.

Would you help us, V? Y ou steady the boat while we transfer Rich.

It took us a half hour or more to get Rich into aboat! In fact, the first boat didn't work out at all.
We couldn't stabilize Rich's torso, no matter how many cushions and life jackets we jammed
between rib cage and rubber. Rich isabig man (6 feet, 4 inches), with nearly 200 pounds of dead
weight. By the time he was loaded, Rich was laying in the bottom of the boat except for his
shoulders and arms that were draped over the inflated gunnels, his head resting against the bow.
Michael, the youth who volunteered to paddle, sat facing Rich with their legs intertwined. Judith
fitted Rich's floppy hat, rubbed suntan lotion onto his bare shoulders, and V extended to him a
water bottle that he might suck from the straw. We were exhausted and holding our breaths.

The boat was launched. M, himself a youth with specia needs, clenched hisjaw, forced a smile,
and said to Rich | can do this. Rich said, Of course you can. And ever so slowly, low in the
water, the boat edged away. Before many minutes it disappeared from view.

Those of us remaining on the shore had pretty well sat down by this time wondering collectively
what we had just witnessed, when Vicky asked if there was yet another boat.

| think I'll go, she said. He may need water.

V was blind. She had not visually witnessed any of this. But she knew. And Rich knew that she
had never been in aboat before and that she didn't know how to swim. He hadn't pushed her. He
just determined to go himself. We helped V put on alife jacket and she and another youth took
their paddles and launched.

Jim had the opportunity to drive V_ home later that afternoon. It was an hour drive or more.
Plenty of time to debrief. For V, it wasn't that she had done science (although that was
interesting). It was that she and Rich had gone out in boats. V has since graduated high schooal,
gotten her Internet connectivity and embarked on college. Paddle on.

Residential camps

It wasn't many months later that NSF awarded us a 3-year funding to devel op residential science
and technology camps for youth with and without disabilities. It is one thing to orchestrate
Saturday field trips. It is quite another to run 3 and 4 day camps. To date, we have managed 6 of
them, both on Oahu and the Neighbor Islands. Of course we have many stories we could share,
but in the interest of brevity we will tell just afew.

Rich hasit in hismind that if we are going to do camps, we should do them in the most beautiful,
spectacular, and sometimes sacred places in Hawaii — nothing ssmple here, where we go down
the street to our local Y -camp. Jim is the more conservative wishing that we could just lease a
camp and perhaps even hires its core staff. Not to be. Rich wins.



We've taken reef walks at night with flashlights and clear-bottom viewing boxes. We've ridden in
small planes and the beds of pick-up trucks. Told ghost stories where we probably shouldn't.
Flown kites in winds so gusty asto propel Brandon in his wheelchair across the grassy meadow.
Hiked and pushed and pulled and groaned through mud flats, sand bars and lavafields. Taken
thousands of pictures. Eaten local kine grinds. Bumped Rich's head on more doorways and
shower stalls and overhangs than any one man should ever deserve. Danced and cried and
bonded in ways that could not have been imagined. And so far, knock on wood, come out pretty
well unscathed. Sore backs. Sleepless nights. Warm hearts. Kids that keep coming back for
more.

We mentioned in the introduction that we look for peak experiences or moments of
transformation. The challenge of thisisthat such things are often unpredictable and require
change and growth on the parts of everyone involved. So that when we have aclosing circle
(which isnow part of our camping ritual) and Rich, the stoic Germanic type getsa catch in his
throat, and tears streak his cheeks, we realize that thisis not a project for youth, rather itisa
community that touches us all. Through it we change and grow. This phenomenon is difficult to
describe and near impossible to replicate, but we believe there are ingredients that when
judiciously applied lead as often as not to transformations. It isthis belief, in fact, that motivates
usto writethis article. In that light, we will share afew more stories.

Camp Kalaupapa

When MakiaMalo joined our team we began seriously exploring the dream of taking young
people with disabilities to Kaaupapa (the once-termed Ieprosy colony) to spend some days with
Makia and the members of his community. The peninsulais now part of our U.S. National Park
System, but it isin the unique status of being on-hold until such time as the final resident
(patient) dies or moves away. The community is aging and has dwindled now to 50 or so living
members.

Because of Kalaupapa's history as a place of forced exile and isolation, it holds a special placein
Hawalii's history, never to be forgotten. It is also one of the most uniquely beautiful places on
earth. A tiny village on a remote peninsula, accessible only by the occasional boat and small
plane: surrounded by sheer cliffs with only one switchback trail to the top, some thousands of
feet above.

The citizens are growing old. Many are disfigured. They cherish and deserve their privacy.
Kaaupapa has been their home since the day as children they were snatched from their families.
It was Makias home from the time he was 12 and although he moved to Oahu in histhirties,
after becoming blind, it will always be his home. Two of his brothers are buried there. They too
had been exiled by the disease. Makia continues to live on the peninsula some months each year
and intends to be buried there.

For all of these reasons, Rich wanted to organize a camp on Kalauapapa. Notwithstanding the
fact that there were many good reasons not to do so. Y outh had to be 16 or older to get a permit.
And many residents were wary remembering the day some years prior when a young visitor fell
off her bicycle while riding through the village only to be terrified by aresident who instinctively



reached out to help with a hand that was disfigured. The youth had screamed and ran. Soon
thereafter the village counsel voted to ban youth visitors. But, al told, Rich wanted our youth to

go.

It'sa special place, Jim. Our kids need to experience it. And, who knows, maybe the patients
need to experience us.

We arrived in small planes — 25 of us or more. And were warmly received by Makia and three of
hislifelong friends. Suffice it to say, the kids were on best behavior. We all knew that this was
once in alifetime. One night, Makia took us to the place where the caskets had been made. As he
grew up, the church bellstolled almost everyday for the newly dead, the just departed. We sat in
the darkness and he told us stories. Some really scary, the way only Makia can tell them. But
then he'd make us laugh and tell us some crazy story about the way his eye was plucked out by
an octopus. We wrote journals and edited photos in the town hall: the place where Makia and his
friends in bygone years watched movies on Saturday nights and crooned the Big Band tunesin
the moonlight. There was an old piano in the hall. Makia hadn't played it in along long time, but
he did with the kids, every night. One of our youth, hard-of-hearing, sat on the piano bench and
filmed Makia's hands as he hammered out the tunes.

He plays so good. And he doesn't even have all hisfingers! Billy whispered. At our closing circle
Billy confessed that he wanted to take up the piano too.

We did science, also. We inventoried the litter on an uninhabited beach, seemingly tons of plastic
and Styrofoam, to enter the data into an Internet database of ocean pollution. We transected a
quarter acre of a high plateau to measure the encroachment of foreign plants into the ecosystem.
We visited a lava tube that snaked its way under the cinder fields to open on acliff face far above
the sea: a place where ancient Hawaiians stood guard against invasions. But most of all we felt
the presence of culture and history and continuity through Makia's eyes.

It was at Kalaupapa that Jim and other youth first began to realize how much work it takes to get
Rich up in the morning and to bed at night. It is one thing to think about these thingsin the
abstract, quite another to live them firsthand. Our living quarters were small. The bathroom and
shower were utterly inaccessible with stalls so narrow there was barely room for an able-bodied
person to turn around. Rich's attendant needed help. This was no place for privacy or
embarrassment.

One night, after dinner, Rich asked several of our young men (kids with emotional or behavioral
challenges) to help with the showering. These young men struggled to undress Dr. Radtke,
transfer him into the tiny stall, wash him in the cold water, brush his teeth, dress him for bed, and
transfer him yet again onto a mattress placed on the floor in aroom down the hall so that he
wouldn't fall out of bed as he had the night before when the mattress was on top of the box
springs. Jim stood back, watching one of those transformational moments, when young men are
allowed to touch and in turn are touched. Two years later, one of those young men, alocal youth
with alegacy of a painful childhood, straightened out his life and became Richard's attendant. He
has now traveled with Rich to Alaska, Samoa and Philippines and speaks now of going to
college.



On the Saturday morning after our arrival on Friday afternoon, we held an orientation in the
town hall introducing one another, meeting some of the town folk, and orienting ourselves to our
cameras, computers, and journal materials. S, from Kauai was good |ooking, able-bodied and
proudly Hawaiian. His special education teacher had brought him hoping the camp would open
his eyes to his own possibilities. We had hired a videographer named Tom to document the
camp. We gave Sadigital camera and asked him if he might like to work with Tomto act asa
camp documentarian. Stook the challenge and under Tom's care began to shoot the most
beautiful pictures, mainly patterns, petals of flowers, old stonewalls, stained glass windowsin
the churches, lavaformations. It was art. By Saturday night, as Makia played piano, we began
downloading Seth's stuff to the computer for al to see. It was good. Everyone knew it. Since
then S has become a photographer at all our camps. His work has been shown on community
television. And as he confessed one day not long ago, | think I've found a career.

Camp Koke'e

Some months after Camp Kaaupapa, we organized a major undertaking at Koke'e National Park
on Kauai, one of the rainiest places in the world. By that time we had expanded our scope to
include increased numbers of youth in wheelchairs, including kids with cerebral palsy who use
augmentative communication devices. Four kids in wheelchairs participated, two with electronic
talkers. We aso invited two youth with autism who absolutely loved our cameras and computers.
Thiswas in addition to Makia, D and V who were blind. Deaf kids and their interpreters. And a
fair share of able-bodied youth who faced learning, emotional or behavioral challenges. The
most diverse group we had ever orchestrated.

We arrived from all over the state to the Lihue airport on a Friday morning. Organized our stuff
into seven vans and departed for the mountain jam-packed with people, wheelchairs, computers
and cameras, backpacks, 3 service dogs, and all manner of paraphernalia. (Our food and basic
supplies had been delivered by truck the day before.) Our principle goal at Koke'e, besides
visiting the look-outs to appreciate the grandeur of Waimea Canyon, wasto hike in the Alakai
Swamp, something Rich had always wanted to do because of its utter unigueness as a cloud
forest with flora and fauna (especialy birds) to be seen no where else.

We arrived at the camp late Friday afternoon just as it was turning dark. It wasraining and it was
way colder than the weather we were used to at sealevel. Supper was ready, as Angie had flown-
in the day before to get the kitchen in order. The food was ono. Spirits were high.

The facility was definitely too small for our group of 35 and it was only minimally accessible for
persons in wheel chairs. There were no dormitories and no beds, futons to put on the floor. We al
slept in two common rooms, one of which doubled as the dining room and kitchen. We decided
not to separate the sleeping quarters by gender — everybody picked a spot that would work for
him or her. Rich's family pitched atent nearby. By 9:00 p.m., we had located all the missing bags
and were gathered in the dining room for opening circle. It was raining. No matter. We were dry.
Spirits were high. The dogs were fed and the hike wasn't scheduled "til Sunday. And on Saturday
if need be we could stay in-doors, as we had plenty of learning and preparing to do.



By 9:00 am. Saturday morning our clean up was complete and our first naturalist (abird and bug
man) had arrived in histruck with all manner of specimens and magnifying glasses. We learned
about birds and insects, medicinal plants and endangered species — even something about
Hawaiian quilt making. By late morning the sun was coming out. We practiced using our
binoculars and cameras and field notebooks to observe and record. Sean, a young man with
autism, learned to use our digital video camera. He and Jim volunteered to videotape the
weekend including on-the-scene interviews with the microphone beginning with the assembly of
Rich's all-terrain of f the road swamp cart which looked like a heavy-duty rickshaw that could be
both pulled and pushed. Rich had gotten it direct from the inventor, a professor with paraplegia
who lived in Alaskawho used one just like it on the tundra.

In the afternoon, the Park Director paid avisit to talk with us about the Americans with
Disabilities Act asit affected park planning. Using flip chart paper and brainstorming techniques
we dialogued with her about ways to make her park more and inclusive. We all had ideas. She
was receptive to our suggestions. It was wonderful dialogue. The sun came out.

By 4:00 p.m. we were ready to trek down to the Park Headquarters and museum. It was a half-
mile away. The kids in wheelchairs needed to go by van, but most everybody else walked. The
museum was great with plenty of exhibits that celebrated the ecology of the Alakai Swamp. Most
fun, however, was the huge grassy meadow (acres and acres) in front of the park headquarters. A
strong breeze was blowing. We had brought all sorts of high performance kites, borrowed from a
kite shop in Honolulu. Everybody flew kites. B, akid with a great sense of humor who
communicated through an electronic talker, asked usto tie akite to the arms of hiswheelchair. A
great yellow high performance kite danced and tugged and pulled Brandon's chair across the
grass. Gleeful.

Sunday morning three local guides arrived in a4-wheel drive pick-up. They had volunteered to
lead the trek in the swamp. As they watched us load-up the vans, we detected some hesitation in
their demeanor. This group was diverse. Rich's all-terrain get-up-and-go wheel chair was loaded
last. It looked like something out of a Star Wars film.

The road will be passable but rough up to the mouth of thetrail. Well park the vans there. Bring
plenty of water. There'll be aboardwalk but it'll be tough going.

After some discussion and negotiation, we decided that a few of our youth would take an
aternative hike on a more established and conservative path. C's wheelchair just didn't [ook fit
for the trek. To this day, we're not sure whether that was the right thing to do. The group took
off. Skies were gray but no rain. Jim stayed with the back-up group. S found another partner to
help produce his video.

The group did have awonderful day. It did rain. Birds were spotted and floraidentified. S made
his movie. Folks got cold and wet and muddy, but by the time they returned in the mid-afternoon
all that was forgotten. It had gotten tough, however. The boardwalk wasfine at first. Rich's Star
Wars chair was perfect for going up steps and around the trees. But then things got tougher. The
boardwalk narrowed, so that Rich's wheels just barely, barely stayed put to the edges. In fact, it
got so that youth had to walk along side the boardwalk, trudging in the mud, pushing up on the



armrests to keep one or another wheel from toppling. Folks got tired. Rest breaks got longer. The
bugs were coming out. Repellent or not, it's tough when you can't slap your own face. Rich, the
indefatigable warrior read the handwriting on the wall.

WEe'll park under these trees and wait for the critters to come to us.

It was a unanimously accepted compromise. S made his movie. The sun came out, as did the
birds. By mid-afternoon the group returned, exuberant. Sometimes the best way to see nature is
justto beinit.

At the closing circle on that Sunday night we shared things that we were grateful for. Brandon,
using his augmentative communication device, told Dr. Radtke that he'd redlly like to have a
chanceto fly that kite one more time. As we prepared for bed, the stars were shining. We left on
Monday morning, under blue skies and brilliant sun.

So, what's to come?

We certainly plan to continue with the camps. Waimanu Valley on the Big Island is next on the
schedule. Rich and some others will be ferried in by helicopter along with the gear. The rest of us
will hike into the valley. Rich has done previous field research in this remote valley and paints a
pristine picture of an isolated peninsula washed by the ocean, nourished by a meandering stream,
rich with fish and other life forms beckoning for research. We will take our inflatable boats and
nets and go as bona fide field assistants for Dr. Radtke eating field rations and sleeping on the
ground in tents. A scientific protocol will be followed with the intention of publishing the
findings, referencing the youth as co-authors. Everyone is to be a scientist in this our most
rigorously scientific adventure to date.

It rainsin Waimanu Valley. Wood gets wet. Fires are hard to build. Ahhh, boiled water and
instant mashed potatoes.

There'll be plenty of seconds, Rich assures.
Transforming a "disability paradigm” into
acelebration of diversity and interdependence

So, where are wein all of this? What's the point? We have mentioned such notions as "hero-
building," role modeling and mentoring, al of which we believe are the ingredients of youth
empowerment. It is tempting, even in writing this paper, to portray Rich, Makiaand others as a
"super heroes" - excelling beyond odds and expectations. Y outh with disabilities need heroes just
like everyone else and we believe that in our work we have touched this core need. What we
want our youth to experience firsthand, however, is the fundamental truth that none of us not
even our heroes, act alone. The only honest paradigm for this new millennium is cooperation,
integration, interdependence and the synergy that human beings generate when they work toward
common purpose. Within this paradigm of diversity and interdependence there are critical roles



both for persons with and without disabilities. We need one another and together anything is
possible.

Some months ago we held our second camp in Waianae on Oahu. A parent on the Big Island
asked usif we would include her son J, aboy with a history of depression and suicidal tendency.
She had heard of our work and believed, along with his teacher, that a camp such as ours might
be good for him. We said, "Of course.”

Jflew over on the Friday morning with his suitcase and no friends. We picked him up at the
airport. He was cool, reserved, polite and without eye contact. We determined to watch J
carefully that weekend.

By Friday afternoon we had given Jadigital camera and told him it would be hisfor the entire
weekend. "We'd appreciateit if you would document the camp."

"I like cameras,” he said, as he accepted the offer.

Didn't interact much with the youth that weekend although he showed up at al the activities,
took plenty of pictures, and even participated when we tore apart the computers. He would have
been easy to lose in the crowd, as we had many energetic Deaf youth as well as five wheelchair
users (including two using augmentative communication), all engaged in an active regimen
including horses, reef walks, camp fires, and Hawaiian agriculture and spiritualism. But John
was there, watching, taking pictures.

On thelast night of camp (Sunday), we held our closing circle right after supper. It was already
getting late and we had a dance and light show scheduled for yet later. It would be alate night.
The circle was huge, perhaps 40-50 people al told and filled with tradition, including the
passing of the microphone when everyone gives public thanks. We asked John to videotape the
event by standing in the center of the circle handling a camera on atripod. It took the better part
of an hour to get around the circle. Deaf kids spoke through their interpreters. B shared a joke
through his "talker." Plenty of tears and laughter and thanks for acts of kindness. The last person
to speak was to be Richard. He thanked Makia and Angie and Jim and all the counselors and
volunteers and especially the kids letting them know with sincerity how they had touched him
and energized him to carry on with hiswork. When Rich finished speaking someone in the then
teary-eyed room called out, "J hasn't had aturn.” All eyesturned to Jin the middle of the circle.
There was nowhere to hide. S raced over to jam the microphone in Js direction.

"Thank you, Dr. Radtke," was all Jsaid. Then it was time to clean up the dining room and make
preparations for the dance.

Jim got up from his chair and walked up to J to thank him for his help. Asthe two of them put
away the video gear Jim put a hand on Js shoulder and asked, "How was this camp for you?'
With his eyes averted, J said quietly, "I didn't want to come here. My mother made me. | didn't
want to be with a bunch of disabled people. It sounded weird. But it hasn't been that bad. These
people are OK." We put away the equipment.



Perhaps everybody thinks that it's somebody else who has the problem. If true, our challengeis
to come together in communities that celebrate the light that each of us shines. In that, there will
be a mighty beacon.

During these past four years, we have increased self-esteem and evoked curiosity among youth
with disabilities. Many of our participants now think and plan for college when they did not
before. We have opened adoor and invited youth to enter. In this process we too have changed.
Rich ismore erudite. Jim is more pragmatic. We get tired and frustrated. But, together, we have
discovered a harmony and synergy in which both of us (with great help from Makia, Angie and
many others) have extended beyond our self-defined boundaries. Role modeling involves
community building and personal change. To touch youth is to be touched by them in return.
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