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Preface

This document s summary report of the resunts Of the Kalaupapa Ethnographic
Project carried out 2001-2005 The main goal Of the project was to describe the
community that NOW exists at Kalaupapa consisting ©Of former Hansens disease patients
the Hawaii state pepartment Of Health workers who serve them and the National Park
Service workers of Kalaupapa National Historical Park ajthough our WOrK lasted until
2005 our most intensive period of research was the summer of 2002 We describe the
settlement through the period from 2002 2005 but we focus particularly on 2002 in
giving the figures for the number of people in various categories and in describing the
specifics of activities

It is hecessary '© say something about the terminology used in the (gport For the
Most 5 We have used those terms for social categories that are used within the
Kalaupapa community Thus we use patients for those who have had Hansens pisease
but WhO no |onger have an active case Of the gisease WE use kokuas for the workers at
Kalaupapa @and we use haole ror Caucasian There has been some controversy over
which term is more appropriate for the disease Hansens disease or leprosy The State of
Hawaii moved to exclusive use oOf the term Hansens disease in 1949 and abandoned the
term leprosy because that term carries with i« undesirable connotations of horror and
stigma For the same reason Wwe have decided to use the term Hansens disease in this
report €Ven though many of the patients themselves do not gpject to the term |gprosy

We teel fortunate to have stayed 2t Kalaupapa among the patients and workers of
the community many of WhOm we now count as our friends Many of the patients in
particular opened their hearts and their minds to us @nd helped us to understand
Kalaupapa In 2002 the time gouing for this description there were 44 patients on the
Kalaupapa/Hale Mohalu Rregistry and 35 of them were |iving at Kalaupapa AS Of June
2008 their NUMber has been reduced to 26 on the Registry With only 20 stinl jiving at
Kalaupapa In particular We mourn the recent pag5ing ©f our friends patients Clarence
Naia Olivia Breitha Richard Pupule Peter Keola Nellie McCarthy Paul Harada and
Elaine Remigio

The views expressed in this oo A0 not necessarily represent the official
position Of Kalaupapa National Historical Park or the National Park gervice as the report
is the resuit of work done py, team contracted to perform the WOrk and not py park
service staff Likewise although We have referred frequently to the oral history work
done earlier py ANwei Law that generalizations Made py us do not necessarily represent

her ideas



Note on Names and Quotations

Names of informants Who are quoted or whose interviews gare cited have been
used only ifthe individual zgreed INn the case Of an individual who wished to remain
anonymous number or pseudonym has been assigned te hiM or her | gnger
quotations have been resented as  block and piaced in italics to set them off from the
rest Of the text MOSt of the quotations are taken from interviews carried out for the
project as indicated in text references by the abbreviation Mt Those interviews were
transcribed and then informants were asked to sign release form grgnting use Of the
transcript to the team The interview from which given quotation s taken s indicated
by the name of the informant Qr by pseudonym or humber ifthe informant wished to
remain anonymous and the date Of the interview e.g Boogie Kabhilihiwa 3/30/06 INnt
few quotations are taken from an earlier research project cafried out py Anwei skinsnes
Law gppreviated as ASL ouotations from her WOrk gre indicated py the name ofthe
informant ASL date of the volume of collected jnterviews Number of the interview and
page humber for the guotation eg Richard Marks jn ASL 1985-87 1030

The language Used py our informants in many Of the guotations is local English
commonly called pidgin OF sometimes Hawaiian cCreole EnNglish pidgin s the
vernacular  |anguage Used py MOst people WhO grew up in Hawaii and by the majority ©f
those WhoO live at Kalaupapa both patients and workers it is rich and flexible language
in its OWN right and deserves respect from the readers of this report We have preserved
the pidgin language used py our informants knowing that our primary audience the
people ©f Hawaii will want to hear the informants in their Own vernacular language
We nhave not thought  necessary to translate the pidgin quotations believing that even

the reader without piggin can adequately comprehend What is said
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part of our prigect, However, MeGuire wis 1o concentrate on participani-observation of
the paticnts and interviewing them about their life. Langlas was (o concentrate on

| 11
£48 25

Figuge |, Researchers Mouae amd Juvik witli Patesd Frwend “Caeospe

participant-observation of the workers and mterviewing them about their social
relationships with patients and with each other. Juvik was 1o concentrate on leaming
about the “cultural lindscape,” how both patients and workers felt about aspects of the
natural and constructed kandscape.

MecGuire was the one who first established a solid connection with the patients,
That was partly because she spent the most time at Kalaupapa during the first year and
partly because of who she 15, Most of the patients ang local |1-|.'41|'||1:. raeed in Hlowar®y, and
the majonty are Howaian, MoGuire s o Hawaian, roised on Moloka's and O ahu, and
that made it easier for ber to connect with the patients. Langhas and Juvik have both lived
in Hawin®1 for many vears, but it 15 still obvious that we come from outside Hawai'i,
MoGuire soon discovered that she hisd an suntic among the patsents, That gave her a
more valid standing ot Kalaupapa as the relative of a patient, rather than mercly an
cautsrder researcher, Moreover, her natural afoha was clear (o evervone and that soon
endecared her 1o the patients.

Langlas had some difficulty n his elforts 1o mtlerview the workers. Many of them
did not make themselves available, Unlike the patients, they work on weckdays and many
of them keave on the weekends, Like the patients, many of the workers are local people
and they were suspicious of a fule (Cascasian) outsider who came asking questions.
They are protective of their on privacy and also protective of the patients. That said,
many of the workers did eventually agree 1o be mtervicwed, Some of them provided
crucial msighis to our analysis, inclhuding Lon Byveraft (the Congregational minester),
Albert Pu and Fandall Watanuki (the NP5 and DOH maintenance supervisors), Lucy



Whiting (NPS admmistrative clerk) and DOH nurses Fe Austria-Schwind and Julie
Sigler,

Frpure &, Patigal Fail Harads Teaches Bewcmoher Langlas How o Caollect Sak

After our first year and a half of heldwork, we developed interview guides to use
im several areas of our research, A “Patient Biography Schedule™ was developed 1o
collect detailed material from patients on their past and present life. A “Waorker
Relationships Survey™ was developed (o mierview the workers on ther socil
relationships. We also developed a “Park Management Questionnaire”™ in onder to ask the
patienis about how they viewesd the NPS management ol the park

We did in fact spend more time inlerviewing the patients than the workers. As
time went on, each of us developed special relationships with certam patients as a result
of personal chemistry and concentrated on interviewing those particular paticnts. We
believe that the length of our Deldwork ot Kaloupapa contributed greatly to the depth of
our work. The project was originally planned to last only three vears, from 2000 1o 2003
Becauwse we cach had other work commitments, we had to extend our work ol Kalaupapa
until 2005, In the case of some of the patients, it was only in the kast two vears that they
trusted us enough 1o share fully their persomal stories.

Orientation to Kalaupapa National Historical Park

Ihe boundary of Kalsupapa National Historical Park today is much the same as
the historical boundary of the “Kalkaupapa Lepeosy Scttlement™ maintained by the
Termtory of Hawai"n and then by the State of Haww®y pnor to the creéation of the park,



The boundary of the park is largely the same as that of Kalawao County as well, except
that the county does nod include the small section called Nihoa on the west end of the
park." Physically, the most obvious features of the park are the low, rather flag peninsula
that projects from the north coast of Molokas, the steep pali {clifl) that towers above it to
the south and effectively separates “Topade Moloka't™ above from Kalaupapa Peninsula
below, and the valleys which lie to the cast side of the penimsula. (See Map 1.}

Figure 3. Kalsapaga froam the Air. 3. Photo by Lor Tango

Geenerally when people say Kalaupapa they mean the peninsula. On the leeward
{eastern) side of the peninsula 15 Kalaupapa Settlement proper, containing the residences
of Kalaupapa patients and workers and the DOH and NPS sdministrative offices and
other baldings. The keeward side of the peninsula has a sand beach, shallow water
ofFshore and a broad reef. North of the settlement proper on the leeward side, seaward of
the road 1o the airport, in the arca known as Papaloa, is a large graveyard,” This
graveyard is currently in use for burial of patients. Further north is a group of beach
houses butlt and owned by patients and often wused by them to house their visators. The
paved road ends at the airport, although there is a track that leads further, all the way
around the penimsula. From the amrport on cast around the windward side of the peninsula
there is no reel; the water a8 the shore is deeper and rougher. On the east side of the
mrport 15 the old hghthouse (Moloka®s Light Stateon) and the beach area called
Ho"olehua. The lighthouse and a couple of nearby howuses are owned by the federal
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CHAPTER 2. KALAUPAPA MISTORY
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The Rules ol the Settlement
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Hall, where social evems were beld for the settlement, the patients sat downstairs to
watch movies and the kokuas sat upstairs. When dances were held at the hall, a barrier of
plants was placed down the middle of the {loor to separate the patients from the kokuas,
Al the Damien Day dinner celebrated annually m the hall, the kokuas were served firsi
and wiere not allowed to sit next to patiems. At the churches too there wies one arca for
patients to sit and another for non-patients. In St Elizabeth Chapel st Bishop Homie, run
by the Catholic Sisters, there were separate railings set up for patients and nonpatients 1o
toke commumion next 1o the altar. At the old Siloama Congregational church a1 Kalawao
the separate outhouses built for patients and kokuas can still be seen. (See Figure 4
below, )

One street of the settlement was known as S4afl’ Row, where the houses of the
seitlement administrator and doctor and a dormitory For the nurses were located, All of
these swere surrounded by a fence and patients were nof allowed inside the fence. ITa
patient had some reason (o see the occupant, it was necessary 1o ring a bell on the gate
amad st until the occupant came oul. Likewise at the front entrance of the hospital, there
wis a line on the Noor of the hall sehich led 1o the doctor®s and nurse’s ofliees and
patients were not allowed to pass that line.

Fipure 4. Sepewie Pabiesl and Koo Oailouses,
Srloama Congeepatimal Chaich, Kakiwas

Although these rules had their beginnings in an attempl 1o prevent contagion,
they became part of a svstem of social control, a system by which the patients were
taught that they were infenor and were 10 submit o authorty, Several of those
miberviewed, both by us and by Anwei Skinsnes Law in 1984-87, spoke revealingly about
the rules, showing that they did nat really prevent contact between patient and non-
padrend, but they did imculeate strong feelings of infertonty and stigma and oflen an
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CHAFTER Y. THE COMMLUNITY

social Cateporics: Patients, Kokuas, Oallers, and (Mhers
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Molunteers

A volunteer 1s someone who comes 1o Kalaupapa to “serve” the patient
community, the community-at-large, or the park, by helpimg out with special projects.
Usually this 1s done on a short-term hasis, over a week-end or a period of one 1o two
weeks, Most often volunteers come together in groups of clubs, bt occasionally
individual volunteers come in alone. Volunteers may be sponsored by the DCHH, the
MPS or by individual patients or workers, Quite often volunteers are also sponsored
under the auspices of one of the churches. Church sponsored projocts might inchede
painting, minor building or repairs, yard work, sewing and mending clothes, washing
windows, or doing just about anything that needs 1o be done.

[ L]
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The National Park Service Volunteer-in-Parks ( VIF) program s
Kalaupapa 15 geared more specifically toward work projects to protect cultural or
patural resources within the park. Groups hke the Sierra Club, varous
community amd h'i‘.:h skl ErOups coms 1o Fl:illil.llp..-irl:l [ wiirk ol service
projects such as seed collection, working in the plant nursery, replanting of
native species out on the land, cemetery clean-up, buillding fences, repaining the
pali trail and so on, A group of velerinanans retums annually to conduct a feline
spay and neuter program to control the large Kolaupapa cat population. Groups
of student archacologsts often come in the summer 1o do archaeological survey
work.
The emphasis s on serviee 1o the patients and their surroundings. In exchange, the
volunteers get an inside glimpse into the community and culture of’ Kaloupapa that
they would not see il they came as tounsts, just for the day. In addition, there is the
camaraderie and dynamics among the voluntesr group itsell, group meals and
imlersction that contribute to the overall Kalaupapa experience. A hage benefit 1o the
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At 00, the first regular
flight into the airport arrives from
Honolulw A number of patients
ustally go out to the airport 1o meet
it, to pick up the paper or just see
whe 15 coming in. The last flight out
to Honolulu is at 3:00. There are also
flights to Topside and sometimes o
Maw. Many of the kokuas spend the
weckend out of the settlement, so
they leave on Friday afternoon and
come in for the work week on
Monday moming. The airport is also
a favored spot 1o drive to for a nde
carly in the moming, especially for
those who take their dogs out nding.

Also at .00 the Kalaupapa S1ore becomes a pthmng place. A long lanai
(veranda) lined with benches siretches across the fromt of the store, offering a nice view
out o the ocean, Regularly a1 9:00 about four of the state maintenance workers gather
there for their break, to drink soda and sit on the benches to talk story. A couple patients
also come regularly at %:00, but they usually sit separately from the workers. Other
patients drop by the store through the moming. Usually they sit for a while on the
benches and 1alk story with others who have come (o buy, for anywhere from a few
minuies up to a half hour. Except for those few patients who work Tulltime, 5ife s slow
paced and there 1s plenty of time fo stop and talk.

The store has a limited selection of canned and frozen goods that are generally
available. On Mondays and Fridays fresh bread is flown in; on Tuesdays fresh milk is
flown in; on Wednesdays fresh poi and vegetables are available (flown in on Tuesday).
The patients are given first choice in buying vegetables. The store hours used 1o be the
same as the regular state work hours, 7 ALM, to 3:30 P.M., but they were cut in summer
202, Mow the store is open from 900 to 3:43 on Monday, Wednesday and Friday, and
from T:00 to 11:00 on Tuesday and Thursday. The Kalaupapa Siore is run by the DOH on
a non-profit basis, primarily 1o serve the patients, Freight costs are paid by the state.
Secondarily the store serves the kokuas and visitors to the settlement, but many people a1
Kalaupapa will tell the nonpatient newcomer that be or she is “not supposed 1o buy oo
much there.” Kokuas are supposed to order groceries from a store Topside il they want 1o
buy a lot. This is a compromise that allows the kokuas the convenience of buying
grocenies at the Kalaupapa Store, bul prevents the store from running out of items that
patienis wamt to buy, according 1o the acting DOH business supervisor.”’ Prior io 1990
the kokuas were not allowed to shop at the store at all, only the patients.™




Frpure 3, Kalaopaps Skofe

AL 110K the state catetena (often called “the kKitchen™) opens for lunch. Most of
the state workers cat there. Generally a couple of tables are occupied by the mamtenance
crew {all men) and another table by female office staff and nurses. With a few
exceptions, there 15 little interaction between the men and the women. The male
mamtenance workers cat fast and leave. The maintenance supervisor has made a deal
with his workers that if they take short noon hours, they get off early on Friday afternoon
when most of them leave the sertlement for the weekend, The women take mose tme
their lunch. At about the same time, lunch 12 served at the hospital. The NPS maintenance
workers go to their homes for lunch at |1:30. i -

Puring thas lunch hour persod from r
| 100 po 1 2:060, the post oflice becomes a
gathering place of sors. Mail generally comes
in from the airport about 915 and gets put mio
the malboxes by [0 or |10, Both patients
and kokuas :|'-.|.|:|.|I} -|.1r|.lp |1:.' to chieck ther mnl
sometimie between 1030 and 12:00. A number
of them regularly take the opportunity o talk
story at the window with the gregarious
postmistress Ku'uler (a patientk. At 12:00 she
closes the window for lunch

AL 32300675 “pau hana" {after work) time
for most of the workers. The poel hall and the
B bsecdane t;:tl!l-..'rlng pl:l.-;,:...ﬂ-:. then, The last meal !

~

|
i [ —

Figure 6, Postmuasiness Ka®ule Bell
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of the day 15 served by the state cafeteria at 3:45, but fewer of the workers eat supper
there than lunch. The work day ends early so there is time for those workers who take the
pali trail every day 1o get home by dark, Many patients and workers can be seen around
the settlement between 3200 and 5000 Some have a regular place and time to fieed stray
cats. Cihers are riding out to the airport or the old slaughterhouse to give their dogs a ride
of just to “catch air” and cool off. Some go swimming a1 the pier or go Nishing.

A group of stale workers and patients meet most afternoons at the pool hall, a
smill building in the arca of Bay View Home [t has a pool 1able and card table inside, a
refrigerator for Keepimg beer cold, and a prenic table and grill outside, Most weekdays
there is a paiwte game there (3 local version of rummy), The game 15 run by a female
kokua, who works as caretaker a1 the hospital. It often begins about 2:00 after she gets off
work and continues 1o 7200, A couple of the patients are crazy about gambling and if the
kokua who runs the game is in the settlement they usaally play panne there, Otherwise
they try to Nind ancther venue. There 15 a group of about four or five state workers that
show up regularly about 4:00 10 play pool, drink beer, and histen to Hawaian musie Chs
Chn Saturday might they usually cook out. A few other kokuas and patients may drop by o
talk story, especially on Saturday mght, But most of the kokuas and patients never go to
the pood hall unless there is a party held there to celebrate a birthday or 10 say goodbye 1o
o worker who is '|l.'1!|'l-'llhj._'.'-

I /[ :
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Figuee 7, The He

Another group meets most aftemoons at Elaine’s Place, usually simply called “the
bar.” A patient called Elaine owns and runs the bar, which sells ice eream, chips, soda
and beer, Meither 1oe cream nor beer are sold at the Kalaupapa Store, so Elaing’s Place is
the only source for them. Elaine useally opens the bar around 12:00. When she is out of
the settlement or not feeling good, then one of the NPS workers Lucy or Albert opens the
bar for her after fimshing their work day for the NPS ot 2:20 or 3:30. There is a small
group of patients who come by regularly to it and 1alk in the carly aftermoon. Another
group of kokuas, mosly KPS workers, often meets 1o drink beer after work. Other
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Patients

In 20602, 44 patients were listed on the Kalaupapa Registry as residents,
nine of them living owside Kalaupapa and 35 living mside. Those who lived
oside Kalaupapa included six staving s Hale Mohalu on a long-term basis for
medical care. Three others had established a home outside Kalaupapa as their
main residence. All three have made independent lives for themselves on the out-
side, but still maintain their Kalaupapa Registry status and a home a1 Kalaupapa
Of the 35 patients who lived inside Kalaupapa, three to five were generally at
Hale Mohalu for medical care a1 any given time, Only 24 patients were really able
o gt arcund withoun assistance, Six were i the I~'.:|I.'||:||1:|]:-.1 Care Home bechiuse
of disabalities and five others were basically house-bound because of blindness or
difficulty in walking. All of these 11 required some assistance 1o go to the store, 1o
chatrch or 10 other COMUTLTILY Namctsons, Therelore, the |1|u1l oo }-:_.]|.i|l_|p;||'|..'| pa-
tients who were really mokabe and active in the COMmamEy was Limited.
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The dates at which the patients arrived at Kalsupapa range from 1923 1o 1969, the
last date patients were admitted to the registry. They generally spent a couple years first
at the Orahu facility for Hansen's disease patients, at Kalihi Hospital (before 1949) or
Habe Mohalu at Pearl City (after 1949) The largest number were transferred (o
Kalaupapa as children in the years 1940-42, They were shipped from Kalihi after nearby
Pearl Harbor was bombed, because Kalihi Hospital by close to Peard Harbor and was
regarded as too dangerous. Those who came after 1950 were spared most of the effects of
the disease, becouse they received the sulfone drug treatment soon after contracting
Hansen's discase. In speaking of Kalaupapa, they often defer to the “old-timers”™ who
came before them and know more aboul Kalaupapa i the old days.™

The patiens on the Kalaupapa Registry are a cross-section of the population of
Hawai"i in terms of ethnicity, although Hawatians (including part-Hawaiians) are over-
represented in comparison (o their numbers as a percentage of the state population.
Hawaiians have always been the majority among the Kalaupapa patient population. In
2002, 26 of the 44 patients were Hawaiian. |n 1963, 36% of the pul.:mljal kalaupapa
were Hawaiian, compared 1o 16% Hawaiians in the general population.”' Apparenily
Hawaikans have always been more susceptible 1o contracting the disease than have J‘"I.Eliﬂ'i
and Europeans, perhaps because they didn't so much shun those who had the discase™ or
perhaps because the genetic makeup of Hiwanans makes it more likely they will be
susceptible to the discase™

The patients on the registry in 2002 ranged in age from 61 to 0 some years old,
with the largest number being in their seventies. The youngest patients are gencrally
among the most active, as might be expected. However, the group of patients in their
seventies seemed remarkably active in 2002, given their age and their disabilities. Many
of them worked within the settlement, either fulltime or part lime. Three patients were
working in forty-hour-a-week civil service jobs, one as the federal postmistress, the
second as the supervisor of housekeeping for the DOH, and the third as a kitchen belper
fior the DMOH at the care home dining room. Two other patients, Richard Marks and his
wifie Gloria, were running Damien Tours, a business which they started some twenty
years ago o ke tourists around Kalaupapa by bus and talk about its history as a
Hansen's discase settlement. Their tour business continees 1o be quite successful today,
as it 1s the only way tounsts can come to Kalaupapa (apant from callers or official
government visitors), At one time they employed other patients as drivers, but there are
none left today who are able and willing. Consequently, they have had 1o employ tour
drivers from outside, as well as a mechanic. Another patient, Elaine Remigio, owned and
was running the bar in 2002, She had bought the business and named it "Elaine’s Place™
after the previous patient owner died. In 2004, Elaine retired and sold the bar 1o patient
Giloria Marks, who renamed it “Fuesaina's,” In sddition 1o these six patients working full
time. ten other patients were working part-time in 2002, Some were working for the
Artzona Memorial Museum Association, running the Kalaupapa bookstore, which sells
books and other items 1o visitors. Most, however, were working for the DOH under the
state"s Patient Employment Program (PEP). The PEP was cremted by the state legislatere
in the 1980s to give non-working patients something to do. Under the program, patients
are hired by the state for 19 hours a week to do various jobs that can benefit bath the
patient and the setthement.
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Asof June 2008, when this report was written, 18 of the patients who hadd been on
the registry 1n 2002 had died, leaving only 26 on the registry. Nineteen patienms were still
living at Kalaupapa in 2008, Only |7 of them were still mobale, and only eight of them
were still employved.

Mast of the patients are retired, The difference among them in their savings and
retirement benefits is 4 result (in part) of changes in the level of pay and pensions for
patients working s Kalaupapa. Up through the 19605 at least, patients were doing maost
of the work at Kalaupapa at incredibly low wages, less than 70 cems an hour, Pror 1o
1957, the wage span was 40 cents 1o 55 cents an hour,™ A patient might do the same job
as a kokua, but would be piad less, AL some point a group of patients brought suit to force
the state to pay them minimom wage. After patients worked for twenty years for the
DXOH, they could retire with a penston, In 1961, the pension was only $130 10 5140 a
month,”" although the patients have always received free housing, free medical treatment,
andd monthly food ratrons from the state. Today the lower end of these patient pensions is
about 5130 every two weeks.™ Patients say that the state never expected them to live long
enougeh o collect the penseon, and that when the first patiends retired after twenty vears
they had to bring suit to collect. The state did not contribute to the ULS, social security
swstem for them, so they did not get social security either.”’ Only after 1958 were patients
able to take the civil service exams and get siate jobs at regular sate pay, One of the
pidients had a friend in the Hawai*i State Legislature who worked 1o get a new law
passed that patients on temporary release could be hired by the state vl gervice, and
would actually have prefierence st Kalaupapa.™ Many of the patients now in their sixtics
and seventics moved mvto the civil service system at that time, allowing them 1o retire in
good financial shape since they were vested in both the state pension system and social
security. But other patients of similar age never moved o the civil service and
confinued to work for lower wages in the old patient work program which proceeded the
current PEP. So, there are generally three levels of retirement benefits—a minimum
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penswan for older workers who retired from the patient work program, a medium pension
for vounger workers who retired from the patient work program, and o higher pension for
yvounger workers who retired from a civil service position.

As of 2002, most of the mobile patiends could be seen pretty frequently around the
seltlement. They spent a good part of their day in o round of going 1o church, to the
hispital, the airport, the store and post office, and perhaps the bar or pool hall. They
drove rather than walked, despate the small size of the settlement-—probably because so
many of them had fool problems due 1o the discase. A couple of those who didn’t work
drove around s0 much they scemed 1o be scarching for something 1o do, while a couple
others were reclusive and seldom 1o be seen, Only a few went lshing or did vard woek,
A few vears ago many patecnts were involved in doing arts and crafls, but that had faded
by the time owr work began in 2041 M Some of the patients most mvolved had died and
others had gotten less active.

We were surprised by how seldom patients seemed to visit each other at home,
or 1o be visited by kokua friends, A patient explained it this way.

We seemr o be indivichueds, § oimk thert s wie, W eaach have our own waw
af fivieg our fves, One of the things, we [ike owr privacy fn onr ome, W
no like nobody come and nicle, We call that niele fro nose aronnd in a
riecle wery]. We o call thar vizitarion. Becmise evervhody come inside,
“tH silhase I|:l.|'.::.1 iirerd €M, 1|.'|'.||_-.I'.;'_1-.-|.'11,I-.|'|' et Fabdis fremm® O brgard amimsie
TV." Nothing aboul vou, mo more everr fow are vou, Me, when I ger thar
Ko wistrows { fedl them, "Gt the hell one of here.

Henry Nalaielua (89902 Int)

Figure 9. Two Fatemis YVisiting

Many people we talked to—both patients and long time workers—sand also that there 15
genernlly less visiting and bess community activity than there was ten vears ago, partly
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CHAFPTER 4. KALAUPAPA CULTLRE
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Lkl the Jxpanrse patients 0 Badaopapa learned 1 ca poas el asoraee, and ia
Tapaese panen Paul Harada uses Howeanian sorcaoe Saota cor Qediconal plarls).

A numbee of fgatures of paiect caltore Jase becn deserched cirlier, e
catcauriraiiod o e preephe wli Jive ac Kalaepapa as cuher patienis o sekuas, Lhe
patients” distrust o wethorry . sherr sense shad ants thes ame eatitled o lne wl Kelpaga
amel chant Hheew shonld rake prooricy e e kokoas amd e zelomed coabemt weomantlam
the mules of the setilertent. The faces i1 chapier is 1o desenibae i further st af Uhwmg-
Lhitl s see s cmpertang o pataens caliore, Yoo ol thesas themes, e anpurianes of
helping the commerin and The sechgrition of 192 pres=ence oF @pirits, secm o deres 33om
Hawanmim valture and [Fom the broader loca? valinre shaned 5y 1he gthimg groups ol
Mawai i Taree orhee theas sees o derive neone dancerly Trons she pazes experence i
Kalaupaza, namicly . e imposance o2 peds e impaeanee ol religon, ool the pereephoen
of Kelaupara as a eetaee, Pl becobe expecially imponant o pacicnds, perllap: seeaiss
they woere sepandes rom sheie childeen Reliwior becime expocilly mmpananl fo then:
prive e s etrduction aF e sudphone dewe s, Seeecse e proonsed Dife afoes deady wlien
dealk seerced iaminens Ard finallb . Pecawse PRt yeurs of segeegacton, e ol de
swaielel cane 1o seez dutTcult and onfoicndly mad Kelaopage caoe urosecne ke o ocfooe
fzomm the oulside., Chapoee 3 follawing will deseribe ancdner aapec! of patient cullare, e
Insszripann el caliural meamng oo the Lindscepe of Ealecpopi

These colieral eharaclensns are 2a0and oo exier by The Bekuas, capaiacly
Lhesae sk AT LI m Edipwinn o aimg Therae whis foeve Divest ol kledaapagie fusT 4 liina lioae.
Bovkiuas whce grewy epoan Hawaiti kriag woach shem O sase atfiondes o aed sparice aid
Lwwird helpig, the camnzmanly 1z e panents brooshe e kelaopare Kokuas wile hete
lived For a blocgg oome a0 Kalaopapa have abaocked many elenencs o e paaeen oaloore,
rliny kokuis Bpve gomg S inlapt e pationis” et paoicers have e prin ceess shcee
ar boaluwpapa, Those sl b wse ploce cames Bor the codst that thes Base learned oo
Lhe pittents, | o seme osignl they man hae 2dopied patienn sinieode s oot pets.

Ebu chver, Ll hokwas, cven those whee hane Deed ae KaTaazapa 2o a boeg cme. do vl
gu_'nu:r:l.ll_'!.- weem Lo shate The pitk: ¢k -:_'n:phil'-:'.'-. Lin I'|."|I3._.\_":I|1I'I or e pLhicul aheicle e arel e
pulside wea .



Helping the Community

An important value within Kalaupapa culture is the imponance of helping the
commaunity by participating in putting on a community event of some sort. Most of those
evenis ang paries of wome sort, with fooxl, deink angd emertaimment, There have also been
other kinds of activities in the past—an annual community walk {the Walk-a-Fun), an
annual fishing toumament, Christmas caroling and craft competitions—but many of these
did not 1ake place in the st couple vears because many of the patients have gotten 100

old to participate

Figare 10, Chnsimes Camoling (Pabiems and bhokmaxh, J008

['l.wnl:. YEears ago thie pitrents did most of the work for the COMMUnILY events, amned
they all pitched in, as described by Edwin Lelepali for putting on the Mother’s Day Pany
(se¢ p. 64)." This kind of anitude—that everyone who is a member of the group should
hielp whole-heartedly—comes out of iraditional Hawaiian and local culture in general.
loday st Kalaupapa there are not enough patients who are still vigorous enough to do the
work, such as decorating, catching Msh, cooking, and ¢leaning up after community
parties. The community depends on help from the kokuas as well as the few remaining
patients who are yvounger and relatively active. Some of the kokuas are not easily
available 1o help because they do not regularly stay i the settlement outside work hours,
Some kokuas who do stay down at Kalaupapa get mvolved regularly in belping our at
community functions, but others do not. In general those who “felt a call™ 1o come to
Kalaupapa to serve the patients are more hkely to help, but others help because they
developed a samilar outlosk of service after they came.

There are a couple Kalaupapa clubs that put on community events. The Lions
Club was formed by male patiends in 1948 with the encouragement of the Kalaupapa



Settlement Adminmistrator Lawrence Judd. 1t puts on s Charter Day in August, and
mvites the members of Lions Clubs from other islands i Hawai'i, The ¢lub also puts on
a Chrstmas party for the Kalaupapa settlement, In 1963 the club bult Ocean View
Pavilion on the road from the settlement oul (o the airport, a venue uséd for Charter Day
and for many ofher HJ|..'.|I.|FIiI]"-.."I partes Ihe Hil'lilql'pnrl.u Lrons Club was once open only [0
men, but it was opened to women in 1990 ks active members today include about
equal numbers of patients and kokuas. The Activities Club was formed by o group of
recently armived kokuas and some younger patienis about 1991 i osder to get additional
activities poing, like the Walk-a-Fun.™

.-‘l.ll!hnugh 11 k% ol m‘g;-lm.n."-:j s o club, the crall :-.h|||1 has 1||n',r_ been o center o ar
and craft activities at Kalaupapa, Many patients and kokuas have gotten invalved in
puintimg, weaving, lei-making and other crafis over the years, beginning in the 19405
when an occupational therapist was brought in 10 start a craft program. The craft
program was once centered at the old hospatal and then moved (0 the present crafl shop
after the hospital burned down, Before 2005, items created by patients and kokuas were
sold in the eralt '-hlil-p In commeection with thie shop, there have been e lir_"l'rn' contests o
May | and Christmas crafi fairs, both providing an imipetus for people to be creative,
especially by using materials that can be found locally, Ellen Storm, wife of the
Congregational minister, ook the main responsibility for managing the crafl shop and
organizing the competitions in recent years until her departure. The primary function of
the crafl shop might be seen as encouragement of mdividual creativity, but the contests
are ympriant l..'-l'IITl-Iﬂ'IIﬂ“:'-' VTS F".'l.lFl.ll.!' |.'|i|-'|'|i'i.'|r'-i||:l.' ITh & l..'*"|1|'|"'=.'|||i"-l." spirl, and also o
msake something exciting happen at Kalsupapa. [n 2005 Ellen left Kalaupapa and the craft
shop was closed as a venue for the sale of Kalaupapa crall products, However, the
Chrestmas crafl competition, called the Festival of Trees, has been continued, due 1o the



a8

leadership of patiemt Cathrine Puahala and the participation of several kokuas, At
Christmastime too, a lavish seasonal display is still created 10 decorate the craft shop
window,

Fipune L2, Entrses {ow the Bestival of Teoes, MeWeigh Hall, 2005%

Besides the club and craft shop activities, there are other manifestations of the
desire to help the community, and provide a range of activilies for those who live there,
espectally the patients. Patiemt Edwin Lelepali has for years taken the initiative to sponsor
community partics, including the Bingo Nights, an annual Superbos] Party, and an
annwial Mother's Day to honor the mothers of Kalaupapa. He contributes much of the
food and does masch of the cooking, helped out by others. Similarty, Shannon Crivello,
one of the cooks, put on a luau during several yvears prior to our research project, The
whale community was invited but he says he did it for the patients.”” Shannon comes
from Topside and used his connections there to bring Hawanan cultural groups mto
Kaloupapa. One vear he amanged for the Hawaiian voyaging canoe Hokillle'a to sail in to
Kalaupapa. Nurse Julie Sigler leads a group around the settlement caroling every
Christmas, Anather nurse formed a hula Sdlau (school) to teach patients and kokuas and
the group has performed at several community events,

The help that the two NPS workers Lucy and Albert gave patient Elaine Renagro
in running her bar (called Elaine’s Place) in 2001-2003 was also a0 community service,
Lacy began helping the previous owner of the bar vears ago and her role became more
important after Ekane became the owner and particularly after Elaime’s health began to
farl. She viewed her work at the bar as important 1o the community

I think Efatne s Place iz a very tmportant place {n the comnmurity beogiise
i3 ol oenly @ pdaee wirere wou cor 2o aend ger allcodal Beveraees, tiuar s
nert Five gt point. T have always seew i1 as a place for the commumity fo
gether, You don’t need 1o get into afcohal, vou may go there to get ice
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Of twenty-nine patients who could conceivably have a pet dog at Kalaupapa, only eight
of them do (and two of these are a mamed couple). The explanation for this is that most
patients don't feel able to give a dog the care they think it deserves. Several told us they
aren’t able to take proper care anymore because they need 1o go out to Homo lulu
pericdically for extended medical wreatment, and 103 hard o find anyone 1o take over
while they ane out.

- &
by -
- -
g = e
B

Figuee 13 a & b, Lefi, Patient Boogic Kahilihiwa with dog. Right, Grave of Naia's dog Zorm

Many patients have cats as pets in additbon to dogs. One patient now has
tharly cats, Alter she had o shight stroke, she refused to go out Tor medical treatment
becawse she was =0 concermed her cars would not be taken care of, until a kokus assured
her she would come every day 1o feed them, ™ Another patient told me that she and her
neighbor used 1o have Nifty cats each, Patients are exceptionally sofl-hearted toward
animals in general. Many patients feed half-wild cats outsade their house, or af & certain
location out in the settlement. One who feeds cats described ber daily routine as follows,

I fewed tlwr omonpaose witen | feed my cats, 5o i Bhey doae ' Mie fhe cod's
farll enr Brite e eve 2o they got Blind, T take all tils deted foods. 5o 1 gorta
ke exirn .’:n-:.l'-ll:l.l'. re for W syrroose §o core

The mrenrgensse respect e cafs when they oo and et Before
Frert, Bhey were Wi, ama fe ceds ohase o aill dhe e ."Zl'r.:'_'.'m'.' OIS,
Bary ther morzonse faens oo To oo Gr, Teowe e take, and oo Iooeerl, Bis
ey Degrn, and wien 5 drere s eoowelt food there, they off go. Tien |
Feing miy dog in te finish up. She s the cleaner--the vacim cleaner.  She
cleons alf=—she caty. see—and that s q'uur.:_:q.'l fivr her, Ard thorf's parrs af wry
life, And when I see them, it gives me foy and I feel thor life is
warderiul—if vou kow how fo Tive that king of Life. It brings foy fo sre,
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avd I srer inxicde aoned 500 on my chaie ang think. e thanking Crod Bt all
my animals are all being fed. From the hospital, go all the way up—{
make ony reaenals until | get home, And i § don 't de b, 1 feel sometfinmg is
W, katherine Costales (8720004 Im)

Fagure 14, Kathomsss Costalis Feeding Feral Cags Figuee 1% beral Pags & the Dump

The patients” sofi-hearted attiude 15 extended even o animals that most outsiders
would consider to be pests. Many patients feed the feral pigs at the dump. At one time the
settlement was overrun by deer, to the point that the deer ate up the decorative plants and
frunt trees. When the NPS stafl carmed out a deer eradication program, many patients felt
bad about 1. Some cven said they would rather have let the deer eat their plants than have
them killed."™ The mongoose are & problem in the settlement too, butl nobody wants 1o
kill them.™

Such sofl-heartedness toward animals 15 not unknown outside Kalaupapa. Among
much of the population of mainkand America, attitwdes toward pets are not dissimilar to
those of the Kalaupapa patients, However, our impression 15 that rural, local people in
Hawai's are usually nol & caring of animals as the paties. The broader kocal culture of
Hawai*s that the patients came cat of 15 one where many people hunt wild prgs and goats
For food and often do not treat their pets particularly well, For example, many local men
on the Big Island kKeep dops for hunting chamed in their vards. We cannot say so much
about kokua attitudes to pets, how far they have generally adopted the exceptionally
caring attitude of the patients. We did naot survey the kokues on this o amd can only
-.F:-u:ulv.; fraomm our observaleons, Severil I|.|-:|1-1::-I1.'m1 kokeas have nttinedes thal seem o
parallel those of the patients. One local worker has several cats of her own that she takes
claborate care of and she also feeds wild cats, Another local worker (married to a patient)
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regulariy are neveriheless members of one of the churches. We were told that one s a
member of the church just so that she will have a place for her funeral service to be held.

I igure 1. Fari of the Bamean Cathelic Congregation in 1 charch vand
{wath Bescarchor Charles Langlas in the back row)

CGienerally the patients are odd-styvle Chnstians, who by and large keep their faith
{0 themselves. They welcome you to church services, but they don'l pressure vou 1o
convert, nor do they pepper their conversateon with 1alk about God One of the Mormon
patients makes the importance of her faith clear, because she oflen mentions priying
before making a big decision in her life. One of the Congregational patients told us of her
turn to God in the lasa few years and how it has altered her life for the better. OF the
Cutholic patients, there was in 2002 a core group of eight”'’ who attended mass at St
Francis every moming. Many of them even came before mass began (o meditate for a
half-hour or s0. There was another group of five Catholic patients who were confined to
the hospital and went 1o a Sunday mass there, They were nol be able 1o attend the daily
moming masses through the week The Catholic patients have also developed a surprising
participation in chansmatic services, Once a vear, a group visits Kalaupapa from St
Anthony s Catholhe Church i Karlua, O aho and holds a service in which a priest lays
hands on individuals, so that they receive the spint of God. Nearly all the Catholic
patiends go up to the front of the church to receive the spirit, at which they fall back,
assasted by two “catchers,” who lel them down to the Moor,

Al the churches provide a connection between the patients and religious folk
Irivim oulsde H:ll:l.u.r.lrl:l Hoth the 51 .-'l||'|II|.-|'-||:. i Eroup and the 540 % ANy "s cheir
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mentioned previously visit the Catholic congregation every year, On average, four
service groups are hosted every year by the Congregational church, Every few months a
group of Mormons come down from Topside to muntain the Mormon Church and
grounds, Many of the church-going people who come have long-standing friendships
with the patients and their visits are enjoyved. Other religious folk eccasionally arrange to
visit through the Congregational minister or the Catholic priest in order 1o attend services
ot Kalaupapa, These visitors often seem to regard their visit as a pilgrimage, and speak of
what a privilege it is to worship with the patients. The patient perspective on this is
somewhat different. Patient Paul Harada, for example, said that he didn't really
understand what such people are thinking when they say such things, The visitors see the
patients as being akin to saints and he does not share that view,

“Iguee 7 Edwin Lekepali. kathernine Costales. and Barfey kasuswal,
Safiging a1 Kana'ssa How [‘nngrqulmn.:l Chrch

Clearly the patients have seen a lof of deaths in their time st Kalaupapa. Many of
them never expected 1o live this long and perhaps they accept their impending death more
casily than most Americans do. Most of what we initially heard about patient attitudes to
death came from those who assist them during their passing—the nurses and the
Congregational minister—rather than from the patients themselves. The minister came
down 10 Kalaupapa after working with the dying i the Hilo hospice.' ' He thought that
ke would be able to use his former experience of helping the dying elsewhere when he
came 1o Kalaupapa, that be would help patients to overcome their denial of impending
death and their anger s what was happening to them. But he found that the patients have
different feelings about death than those he was used to helping outside. In his words,
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Among the patients W€ subsequently interviewed Paul Harada was perhaps the
most clear about his acceptance of impending death and the jmportance ©f religion to

him

Paul Harada at gqge 78 Came t Kalaupapa in 1945

In 45 when came over here py that time was covered with sores was beginning to
become an advanced patient couldn  preathe through my nose and had ulcers on my
face myhands myfeet SO in 45 Ifigured the disease continued the \ 5y how i« had
continuedfrom 41 in 1950give or take one ortwo yearsld be dead mean
everybody else was that way yeah 12/01 Tnt

They take Me to Mc veigh Home  kinda remember
that in the first week Oh every day could hear the

pell toll SO oyery day somebody was dying And
thats only the Catholic Church because the

Protestant Church and the MOrmon Church think
the bell wasn loud gnough to be heard at McVeigh

But already had figured knew more or less that

was gonna die anyway kinda gccepted the fact that

this s my life and sooner or iater would be joining
those people accepted that didn tfight that

because thats the (caity ofire N Kalaupapa

The t5ct that became  convert to Catholicism Ifigure thats the most
important thing that ever happened to ME Because grior to that was just
pagan yeah didn  believe in Buddhism didn  believe in God Really

heard about an these thjngs SO was Jiving didn have the disease

got married g myfamily wouldjust be father had children But no

religion NO nothing

SO that to me was the most important thing " my life So Ive never been
that bitter about peing afflictea With the disease You know its good to have
money good to have nhealth good to have eyerything but without religion..

figure religion has been the best gfall the good things 7/10/04 INnt

INn the quotation from Paul that pegins this section he speaks Of how the patients
are getting to the end Of their lives and are getting ready for the next world several times
Paul made remarks that showed he was thinking @bout the end Of his nre and ready for i
to end | gnglas fieldnotes various dates Once he said he wanted to ., an the different
kinds Of fighjng for the last time another time that he g, wants to live two or three
more years After recent heart gperation he said m ready to go The gquality Of life is
not there gpny More my legs gOiﬂg

We asked six other patients ifthey WeEre thinking about their death and NOW ey,

felt about it Their answers have been given below in full because they Seem so

significant They are arranged in order Of their arrival at Kalaupapa
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“Ueorge,” at age 79, came (o Kalaupapa in 1940
Langlas: "George, ™ are vou ready for vonr death?

G Yeah, Cluickie, ['m ready. 1'm ready 1o meet the main
aprstirs, (BIIIN03 [nt)

L L]
I J

Henry Malabelua, at age 77, came 10 Kalaupapa in 1940
Kind af hard when vou know somebady and yvour see
fhem die. Soavetimes, TE's not easy o see a felend
elie, i Ah, bt tiix is oive of those things and ome of
e places where those things golng happen, 20 yvon
gl to aocepd, aird not always easy to acorpt death,
Bier werar Knvoowe qlveandy freum wihial vou see, Iy golig
for comne, 20, AN e el Fivers ere iy ol hove the
samre. They fook ar mre. Clean. No mrave sores. No
mrare mething, | eel po pood feel, two good hamds

: They Took af vou, they tell you stealght i vour face
Ve kanerw by, vour take care of yoursell, mavbe yvow can live seven yvears, mayhe
elght vears, ” Somelimes we ger cocky, we tell them we going live more than that
", vean? No act sassy, No act sassy, Fow don F know bay, You don § know this
place, "

MeCenire! Are there things that people do to prepare for dving? You knew for ofid
age and dying like.

HN: Mot peaple | don't think. | really don 't know the answer to that, bue § don 't
Hrink they prepare themaelves for death, [ o 't thimk comvbady Bere does. Very

fow peaple, ifany, ever prepare their life. vou know, and are ready 1o foce deatk i
if shonld come, Bl most people erve, even though they look fal] grave, most
lr.lq'n.llrl-.'rur:-q.l_r.r:ﬂ'r.l'ql?'.-.l'|'|'.lm. Yeour kmonw 1 Berve ms edeen, Bt thaer s rhe er.llr.qu_'gc-. fewrg
eet. (2602 Int)
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Edwin Lelepali, an age 74, came to Kalaupapa in 1942

I know et few mrore vears fo live, vor know. So, oh! Whar the
heek, man. | take em as how | feel. [ o want Tive like, von
kmoow. I e like Tive that kind life this guys live on the [wheel ]
chair, As not for me, Yon know, | belteve that there are
preaple ourt Haar s kind af provd, vor know. Anda [ ilink ['m

d one of them, vou know, | dowr T want to end up fike thar, |
wand fo oo They rell me go, Igo. | eamnor see people clean
me. (! [ hate that, (926501 Int)

Katherine Costales, at age 74, came 1o Kalaupapa in 1948
{ worat my futwre, vowu keew, Itke being in Kalanpapa,
yeal? For me there s 5o ouich meaming heve, When [
wias aarfsicde for P8 vears, vou never see wial v re
supypwased fo soe becanse vou gl wrdpped N in a
wihiode lor of thivgs,  And ver sorlig mokes eise--for
me, molring makes sense. But when [ came back here,
veerh, bife for ove made sense, Why H'm living 1, veah?
And when | think of dying af one time or another, it
was harvible, It was not supposed to be said, but then
wihten veur serve e Lovd, §F i fust anefiver step fo
grerfg home. Bur [ lmow that when [ came here i was
Sfor a reasesn avd i T hadd dove someriinge that was
right i the sight of God, then | know that whin [ go
hame | feel alrighe and | know §m ot afrald of dearl amvinore ke T was afrald
herfore,

The fear gove ey only about five vears ago, becawse then | ialked fo my
danghter and she sald, ~“(h mommy, momary! Nov now. Not now, ™ Because she said,
"Lt me die before vou, ' And sy, “No, Noo vowr bave childeen, veah, and i von died
before me, | oamied go. T eonld mor go fake care of voure kids. ' be foo ofd ™ And | say,
“If 1 dic, yon let me die.” Becawse they scared of death-she scared. 8o I say, "When |
elte, all ask & that von there with me, Yo see me and pive me the blessing. ™ And T say,
“No go down in the graveyard and go falk story. ol going get up and talk story with
v, Terdk mow wilth me--tell e o, ((B20004 Tt



Clarence Naii, at age 77, came to Kalaupapa in 1954
Langlas: Do von think abaut vorr ownt death?

CN: Na, 1 not thinking about wrv ot death. [ only
thitnk abont mry knee amd miy back, I ot that sick ver
Crond rarkies wertr winest e 's ready, that s all T can sav, IF
werir Jive to auve funvlredd, that 5 God's fove, Even if
verw five ta anderenye (620003 Int)

Ivy Kahilthiwa, a1 age 6K, come 10 Kalsupapa in 1956
Langlas: Dy, 1 know powr 're vausg ver, bt lave vou thougiit
abael vertir onin el ?

TR No, e an odd wosman. [ 'm 68,

Lonmgilas: Are vowr reaay for death?

IK: Yes. Crod s gowwna fell there 's a place for veir, plenty of
rener, Well, it's his decision if vour go e heaven or whalever
We already prepared. But, vewr cammad tiimk aled it all the
fimve, I still enfoy Hife, bk o getting on (77804 Int)

{']h'n.ll'lu'd:. , Uheere 15 varwkson ArHIng thi= pistiens Somee of them are misch readier
for their own death than others. Those like Paul Hards, ssho came before 1946, would
have seen Kalaupapa at a more hopeless time, when many were dying and there was no
cure for the disease. On the whobe they seem readier for death than some of those who
came later, but that does not account for all the vanation.

Ihe Kalaupapa way of death is different in severnl ways from the truditsonal
Amencan way, where even medical personnel have difficulty talking honestly with the
dying about what il happening to them and where the dead are taken o Tuneral homes o
be embalmed by specialist morticians. Former nurse’s aide Frances Padeken 1old us that
the nurses make a “make bag™ (death bag) for the patients who are m the hospital, which
has the clothes and personal items they want to be buried in. Clearly the implication is
that nurses and patient have talked together about the impending death and at least 1o that
extent have accepted it The patients we asked did nod all recognize the term “make bag,”™
but did recognize the custom, For example, Kathenne Costales sad she had worked
before at the Kalaupapa care home laying out the dead, and that when a patient was near
death they would ask them what they wanied 1o be buried i and hang it up in the

s

Mk
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CHAPTER S, THE LANDSCAPE (3F KALAL PAPA

Kalsupapa as g Culleral Landscame
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Figure 19, Church of Jesus Christ of Lagier Diay
Sarts | Mormesn

Figune 10 Kana s Hows Lempgregalsinal  hisrch

Elizabeth Chapel, located next the convent at Bishop Home, but it has always been used
primarnly by the nuns who cared for patiems. )

Evidence of social hierarchy and spatial separation persists i the present
organization of resadential fand use within the settlement. All except ane of the houses
now reserved for admimistrators and staff are located at the back {eastern boundary ) of the
settlerment, farthest from the shoreling in an arga appropriately named “S1aff Row," Sealf
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Row came into existence before 1910, prior to the relocation of patients from Kalawao to
!I';,,al-ulp:lp.l A0 that inke, the locanoen of 5S40 Bow was destened 1o mpcomeee dhstimee
between the administrative workers who lived at Kalaupapa and the patients who lived in
Kmlawaso, L#ler on. the haneses ol the pikienls were el o H“'-I'-'I"i'T":'- bt iy from
Staft Row. The expected copture of prime shoreline location by the community elite (1.e
the government administrators and professionals) s largely absent at Kaloupapa. The
present lescatson of SEnll Eow relateve 1o the shiorehne 15 mol the reselt of aliruesm
hiovwever;, rather it is the product of earlier attempts to maximize distance between
partienits on the one hand, and therr mechical caregivers and other governmental stalf on
the other, This gencral depariune from a laissey faire residential land use pattern is one of
the many effects of Hansen's discase evident on the landscape. The single exception is
the DOH Settlement Administrator’s residence, which occupics a fenced-ofl shoreline
parcel situated between Visitors Quarters and Bay View Home. Formerly this buildimg
wias reserved for the supervisor of Bay View Home, and has now been assumed by the
current DIOH Settlement Administrator

Fapurx 21, Siafl Row
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Fipuer 22. Ray Yiew Home comples viewoed from near the shoeeline
The building 10 the left wis the muin knchen-dinisg room. i1 curmently houses tee MIPS Resowsrces
Marapensnt Divwion. The remaming busldings are dormitories and a kitchen=dming room once vsed fior
Blind and dhisabied paticnis amd now gssd By g NIPS [oF vissiig foessanchsTs and volunloors

Currently most of the patients, as well s the workers who serve them live in
individual howses, Prior to 1960, however, most of the patients hived in one of four group
homes buglt in the settbement—Bay View Home, Bishop Home, New Baldwin Home or
MeWeigh Home. Each group home had one or more dormitory buildings, a Kitchen and
commumty diming room. McVeigh Home included a cluster of cottages as well, Bay
View Home was used 1o house patsents who were blind or disablad, Bishop Homse was
bt to howse vnmarmied girls and women, but by the 19440s it was mainly used for girls.
It wias run by nums of the St Francis order. New Baldwin Home was established to house
mien and bovs and was run by lay brothers of the Sacred Heart osder. (The orginal
Baldwin Home was located st Kalawao, ) McVeagh Home was establizshed for
Cauvcasians, although it housed patients of various ethnic groups by the 1940s, including
many marmied couples. Each group home was a hittle community to itself, with its own
kitchen and communal dining reom. The homes had their own baseball and volleyball
teams that plaved other teams. As the number of patients diminished, the group homes
bost their function as residences. Most patients moved out into individual bouses, The
group home dining rooms were closed in the late 1960s I Starting about 1990, as the
nunmsber of patients dwindled further and individual houses fell vacant, horses were given
o st and NPS workers to live

Two other places are currently in use for commumty gatherings, McVegh Hall
and Ovean View Pavilion, However, the most important gathering place in the minds of
putkents 15 Paschoal Hall, despite the fact that it has been out of use now Tor mone than ten
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years. Situated near the middle of the settlement, Paschoal Hall is perhaps the most
highly valued building on the landscape. 1t is an imposing structure, in the context of the
community setting, that represents one the fimest examples of periad publec architeciure
in Hawm“ i, Outsicde the building s an open eld that buffers it from S1aff Row 1o the
cast. Al the north side 15 o tennis court and to the west 15 a panoramisc lindscape that
encompasses both pali and ocean views. Patients and longtime residents maintain a
ireasury of mermonies about the social activities held in Paschoal Hall.

Paschoal Hall symbohzes happiness in the midst of pain. The hall iz an enduring
reminder that, even while smitten with the “sick,” patients could still have fun and
|'|.'|r|_:||-.4_' i niormal social n'li|l;||'|r|'-.ll.ip-.- ."-.'I'l'.\il.'ij.;l'r-."-. thiz p-urll:l][:n. renovated strecture stands
a5 a metaphor for the loss of centrality of the patient in the affairs of the park. The NP5
began restoration work on the structure i 1999, but ran out of funds and work on the
structure was still unfinished in 2008, Patients long for mare continuity with the past
when attention to their needs was the reason for the work performed by all non-patients.
It would be wonderful if they could once again experience being entertained in Paschoal
Hall because,

Levrser thimgs Bappened e thar all, ntce things happesred e that Tl
Founrtunber Bl 70062 Lt
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Fiegure 2%, Paschoal Hall freshly painted m J00H. vwost elevmian
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Figuse 24 a & b. Poinciasa pree (lefi)l, Piumeria tree (right)

What we see m the settbement today 15 only a vestige of the beautaiful fruiting and
flowening landscape that patients remember from the 1940 1o the 1960<, A long-time
resident of Bay View Home described the vard there when he was voung in the 19440s,
“Oince upon a time it was nice here, We had all kind plants and trees.” He described a
petwork of hedges that decorated the compound: a red hibiscus hedge bordered the home
on the ocean side, tall croton hedges stood next o the buskdmgs, and low hedgpes with
pink-and-vellow foliage lined the sidewalks, Today, he says the compound is bare and it
looks ugly to him. A patient who came 10 Kalaupapa as a 14 year old in 1942 vividly
recalls the beauty of the Kalaupapa landscape of her vouth,

When we first came to Kalawpapa, ol you sow was flowers, AN von saw
wers flowers growing along side of the road and (he frees Is fiest il with
blossenns, lots of plants, lots of greenery, all trees, fronwoeod trees, And
right-hloaming cereiis—they were all on the stonewall Moomileg beautifi,
Lot af shower trees, yvellow shower, pink shower. just full bloom, so
beainrifid Kalanpapa, And then laver own, they staried fo dig i oul, Becanse
rl';l.|_'_'|' T Wirs e el work, F’L'n'a]':.l':' faed i go aranrd -:'.'.Ii'-;.r:'.lll:rl' thit free 1o
abapr 1, avd thew Wrearghs i was foo much work, 5o, they dug te plavis
onf and threw if away. So it's fust plain grass now and it looks terrible
shahby,

We used fo Iave o mursery here. and there used to be a man
brouceht frere, His nome was Myrakari, He was the mnesery keeper. He
wirs the man Hval e all potfed ploaeis, big ones, avd ey were faken o
the haspital, fo the stare, fo the social hall where they have enlertaimment
Arscd thix way s fob—plasing oll fix plonts ofong e sicle of fwe rood o
miake it look mice, Bur when be leff, evenviliing starred o die off,. They ased
for fave o growp go oul waler il fve plawis in e settlement. They never
let them v, They were beawtiful, It s tow bad they never hod any video ar
fhart timve faken of the seftlement, different aveas. Otierwize we Iave tvas
to show, They had a lot af nice—yvou see up the hall from the main
hifersection, by the library—all et went all the way wp, purple
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bopigatnvillea, It wend up alongsiade of the road. It went all the way wp and
wilren 0 was in Booar, §F was sk pewlily, So heareriful
Cathrine Puahala (71272002 I}

Ihe beautiful landscape of plants that patients describe ot an earlier time wok a lot of
work to mainfain—watering the plants, trimming the hedges, digging out the trees which
grew in them.'™* As the patient workers aged, they were replaced by a smaller force of
state mamtenance workers. By 1980, the settlement was no longer well mamnained and
many areas were overgrown by weed trees, mainly haoke koa and Java plum."" When the
park was first established in the 1980s, both the DOH and the NPS maintenance crews
worked hard to clear out the haole koa from the graveyards ot Papaloa and Kahaloko, as
well as from the settlement itsell, Unfortunately, it seems that the attempt to “clean up™
the settlement and outlying areas sometimes resulted in the removal of trees valued by
patients along with the weed trees. An investigation of the plamis valuad by the patients
heas recently been carried out by Jenmifer Cerny (2004,

Only a handful of the patients are stll able to mantain thesr house vards today
Among them, Paul Harada clearly stands out. Not only does he maintain the brigh
fhowermg borders in his howse yard; he has turmed the entire next door Lot into a vegetable
and Mower garden, When Paul realized that there were very fow sources of flowers 1o
adom his church (the 5t Francis Roman Catholic Church) throughout the vear, he
became a gardener for God as it were—tending a variety of fowering plants and colorful
foliage to provide year a round supply for the enjovment of patients and visators and no
doubt to celebrite his unshakable faith, He grows red poansettias m pots 1o fill the church
at advent season, and pink panthus flowers for year round.

I stavted planting these things, pantis . fvenn [V wesd working amd
then [N] tock over. 5o when [N] toak over, she didn 't ever hinve fo go look
Sow flowers “canse [ was the ome responsible for the flowers, “cavse [
plansed. It's @ hard job arranging the flowers right? You have things fo
oo, that s vorr fob fo arvaree them every week . meer thar's e
reason why I did it Paul Harada (6/23/03 Tmt)

Figure 15, Paul's yard Fipuae 206, Paul's ganden, wilk panibas Bower
o the right side
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Graves

Patsenis who came fo Kaloupapa in the 19405 remember when there were 1wo or
three deaths cach day in the population of less than a thousand souls. Patient “George™
recalled how in the days before the sulfone drugs, grave diggers and the crematorium
were busy daily, especially since the corpses had to be disposed of as soon as possible
because there was no embalming in the settlement, Comng to Kalsupapa, patients
anticipated a life expectancy of only a few years according to him. The cemcteries of
Kalaupapa Peninsula stand in miute testimony 1o this expenence.

Figure X7, View of Papados gravevard from ihe nomh, lookimg towaed the scitlement

The baerald ground s Papaloa, shown in the photo above, is vast in scale and
CNOrmous in its impact on the visitor. The placement of graves and the styvle of grave
markers exhibat a random organic quality that befits the history and character of
Kalaupapa. This graveyvard {consisting of several named cemeteries) is the first
significant structural culural imprint on the kand that confronts a visilor en route 1o the
settlerment from the Kalaupapa Airport, located at the noctherm tip of the peninsula, About
nine tenths of a mile from the airport, a relatively small cluster of graves pops up out of
the shrubbery on the ocean side, This cemetery scenery 13 brielly mitermupted by a break
i the sand dunes but it soon reappears, broadening, pushing relentlessly along the coast
The huge burial ground contains well over 1,300 gran e and stretehes almost o mile
and a third amidst the coastal sand dunes on the seaward side of the airport road. The
large scale of the burial ground, together with 113 location on the way in from the airport,
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of beauty, as her colors range from pink at dawn through the nch aquamarines, asures
and deep blues of sunny davs, gravs of overcast and stormy davs, and violets of sunset

When the patients were younger, fishing was not just for food, but for fun, When
Faul Haragla HOEW up at Haldvwem Floome, the I'-:'-:.'a wiere laken ol I".'-.Ianll_' 1o the albermoon
as a reward for good behayion

Thert wrs the only recrealion we had, when vou think abour i, What can
vou g i Kalaugpapa? Yo know, vou see all the high school kids [foday],
they re all doing differend things, veah” Bul we can havaly play sporis,
argd we e go o, There s northing to do excepr fish, No TV

Paul Harada (122001 Int)

The women patients loved fishing too.

(M, I wsed 1o Tove 1o go 1o the beack, You see I had the sanme insiinets Tike
v qaneniie, My aundie way o beach-goer, O, st foved to fieh, shae loved fo
miake oyprifte, And the, over bere get ahole, O, evervbody go crazv, Nelli
feramadier wamyar I|'.l.;.'|'|.;'r.l|'.|' e fo b one of theor Abale e ol she's I
Hhere Kalowao, With pole. Pur enr dower and podl om wp, Soomech
Cathrine Puahala (32302 Int)

Omnly a couple of patients, Paul Harsda and Boogie Kahihbhoa, still do a ot of
fishing, but a larger number of them collect salt in the summer. The northern coastline of
kalaupapa Pemmsula s hat, windswept and rocky. High surf brings water inland and
leave sea water pools in the depeessions in the at rock, especially during winter storms

Figure 29 Panl Harda Pickimg Sahi
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When this seawater evaporates, thin crusty layvers of sall are left behind, The glistening
white salt crusts on black lava are an attractive sight, and patients look forward to the bate
surmmser months (J u|} Lis SLTﬂn:nl.I'-u.'r: svhen weather condilns e el for salt formation
Patients tum salt "prcking” excursions into picnics that can last for hours. Those who are
still able 1o rek across the lava, indicate that they pick salt whether or not they have an
existing supply. As Pauling Chow says,

I fuse like 1o go do i To o ir is relacing: von re sitting there and just
picking He salt (819004 Tna)

Beach Houses, a Testament to Patient Independence

Between the arport and the settlement there lies a set of beach howses bailt by the
paticnts. All of the houses in the settlemen proper were banlt and owned by the state
{earher the termtory ), but the beach howses represent a sphere of independent action by
the patients, They acted for themselves m building them and they were located outside
the settlement, shere it was easier to avord control by the administrative authorities,
Acoess o building materials in the settlement has always been limited, since everything
mast be shipped in by barge, so0 many beach houses are constructed wath salvaged
materials found within the settlement. Although the patiems do not own the land, they
own the beach houses. Ownership is transferred (o other patients by gift, sale or
inheritance. At one time, the beach houses were distnibuted farther along the coast, all the
way to Kalawao, (See Map 3 following, ) Today, only one beach house remains on the
east (windward) side of the coast,

Fapupe Sk & b, Two Bl Housss

In recent years the beach hoases have been bess used by the patients, As they have
gotten older, some owners have allowed ther beach houses to fall into disrepair. In the
last couple decades, the main use of the beach houses has been to put up relatives aor
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Papsent Kichard Maorks ( L23004) had tour choce words o describe Kalawao: “It 1=
sacred ground.™ In the same vein a long-time worker said:

Kolavaa Is o VY, Ve 5 Terd I|'l|'4.'. o annd Brere & a Sod ol eenne, e Hoaveeaiions
calll i prana [apiritual power], fhere's g lod of reavy meng there and vowr cav
feel it 1've taken sy peaple back there and tey reacted In many differend
wawes, But there s kind of a greal sadness back theve and most cvervene feels
fhat when they go back there. ['ve faken many peapde back there and ey 've
feant hrenkew chower, Jarst sofedpirgr, Jud sodiiang B Feasd 710002 Indb

The heavy atmosphere often associated with the old settlement st Kalawao
contrasts with descriptions of its beauty, and with the memories of good tmes at Judd
Park.

Kalgwao s a beaurifid spor, Your koo when voi stay af the O8d Baldwin
.I'.rr..lh'-' FrIiT ) Vil Sererk R I r.|'|'||' T |-.."|J|'I|.I'l.'I |rr FL Il.'lll'_ll.!._'l'_l'ﬂ ¥ _|'|.I'.|rl T rl'.'|.lr.||
there s aory adlver plove ax heairifed av Kalawao

Cathrine Puahala (71202 Int)

=

Figure 30, M&kapu and *Cheala Islands from Kalswnes,
Fatha |'I!l.|||| wm & Dy an the Ll

"|.1.|.|::. patrents bald ol gorg oul 1o Juicled Park tor coOmmumty picnics in thie anlid |._|.J|:.. 3_' =
of of riding out there for a break.
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Kalawae that's the best place! We wonld ride horses to Kalawao and |
pxeel to po—imie and some of e ovher givls—used ro go hiking, vou kow
o werlking from ere all fhe way' Kedowao,  We wved fo go avownd e
ivband walking, poing down the beack, there were Tot of things we wsed
foa g, Crerirude koaauwai (6710005 Int)

1 wsed to go riding just every other day before, bt mol now. We do have
anass af Kolawao again, It s abond the anly time T go now, veu kinow, like
Sfor Fatlier Damien s feast aay or we Innve visifors.  Father has visifors,
visiting priests, and he almast always wants fo sav mass wp there, Then
e go i Brere aond lave mass.  But a lof of people go fo st go fake ride
and some will go ont back and check the fishing grounds ant there. Wy
ek, when [ first gor heve [1962] every Labor Dy owe'd have plenie
Sfor the conanprin: up there and we o spend the day wp there
Pauline Chow (271202 Int)

Figure 52 Judd Park m Kalawao

Pateent Clarence Maia (62 1003), nostalgically traveled back in iime: “Those were the
good old days™, he said, when if the weather was good he and his friends would go
camping oul a1 Kalawao on the weekend. “No tents.” They would just skeep in their
cars, or putl mattresses in the pavilion of Judd Park. The men would dive for fish, Then
the women clean the fish and cook, and the men would drink wp. They'd est lots of
food and have “good fun.” With laughter he says, “Sometimes you had to twll the
couples, ‘No make noise!” Our rescarch team was able 1o feel the happiness it still
brings to patkents 0 picnic at Judd Park in 2003 when our team was invited by KB and
her best friend 1o share food and song there,
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likely follows the route of an even older tral. A third trinl went up through Waikoelu
Yalley

Many of those who work at Kalaupapa live on Topside Moloka®i and climb up
and down the pali trail regularly between home and work, Their relationship with the
mountain is quite different from that of the patients who stay at Kalaupapa. Climbing
for three miles arcund twenty-six switchbacks can be an arduous and deeply personal
Journey. Marco is a young Hawasiian worker who savs that for him the pali trail i= the
most significant aspect of the Kalaupapa landscape. He implies that just as the trail is
exacting physically, so too is the responsibility weighty that be accepts to be a worthy
intermediary, and a guardian for the knowledge shared by Kalaupapa ki,

For a lof of peaple, gz von come down the feall vewr seewt fo enler @
different time. I provides o transition befween two worlds that yveur have
for live dn. Trenveling the el af times (s hard, strenvons and tryving, On
fre trail your are reminded that vou lierve reladiomfiips e Pwo worlds.
You play differemt roles in each place-<one of the communities is slow,
e ofhver i foster fn pace. Living v these o worlds I tongh on
Semifies, They do it a3 a socrifice fo work, But the reward is having
Sellfowship with people r Kalanpapa, The experience helps one adins fo
differemt environments and people Topside look to vour as a sowrce of
information and o a giide, You can't treat that responsibilite lightly
since it v importal tat vewr represent Kalaupapa as o kokine,
Marco Jordan (67305 Int)

Figare 33, Pali trail with mule tran.

Patients were forbidden 10 take the trail 1o Topside during the days of
segregation, but they nevertheless have many stones of “sneaking outl”™ for a day or two
during that penod. Some even ook a plane 10 another istand. Frequently their escape
was noted and when they returned they were punished by being put in the Kalaupapa
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Chapter 6. Conclusion: Kalaupapa and I1t5 Future
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