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SPEAKING ABOUT DEATH: AN ETHNOGRAPHY

OF SPEAKING, A STUDY CF A COMMUNITY HOSPICE.

CHAPTER 1

INTRODUCTION TO HOW PEOPLE TALK ABOUT DEATH

— B - .
" ~ R m oy mby Ay e o ~—~ ~pc- - -
-ae 4UC . e - resezrZh SLeay LS TCZ Zeve. L zn0

- - < - - S5 -~ < - - - > K
a2na_yIllg TWC d.IIersent sreech evenis: ~owWeeKl
ol SRR - - ey < K -
u.m_::;_sc:_sllna:/ Leam Lol mneetlng, and nurse gatctlentc
TerlZa. ICMIMUNIZaTlln Jetihersec I Ies3ezrlnh IZnductea 2.

medical and sccial informaticn between mempers ci the
nealth care cT=am. Ialcrmaticn sxchanged Jduring the
Scurse ¢f cthe DT Jdetermines the Tvre CI nhea’.zh or

-

catient cars hospice patients will receive until the next

Generzlly the study cof health care communicaction
centers on issues such as dcctcr-patient relations,
cempliance gaining, giving bad news tc patients, and
communication with other health care professiocnals (Kreps

% Thornton, 1992; Sullivan & Reardcn, 1986; Fitzpatrick,



Icmmunicaticn anc neziTnh Zgrs 13 SChewhaT 21I-I=r=znt Lo
3CCCe Tran MCST Zlmmun_cCaTllhl IgSearlh. -2 3 2 staQay

ccmmunicacicn research.
The Zccus <o This cocmmunicaticn reseszrzn 1S 2n oCwW
nosgice medical perscnnel, the terminally 111, cZhelr

ivers, hielr ICSClLZe nea.Tnl fars nurses and

0
ry
!A
3
fu
'y
]
fu
ty
D
0

Their Zamily members talk atcut Zdeath and Jdying. An
azhncgraecnic thecrsetical Irzmework 15 used T2 3TLdV
communication ameng these individuals and grcups. Thils
studies ncw acspice and thelir gatisnts alx
abcut death, hcw they experience death and how they make

sense out cf thelir wvery gerscnal experiencs C

reporzed in death and dying literature, even when the
topic of death is discussed, people talk about it in
subdued vcices and use various eupnhemisms tc avold saying
the words: dead, death and dying (Kasterbaum, 1979, 1981;

2
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The lrcniz ccinclience apcuT death 1S5 Tnat awvcolddance
in conversaticn dces act mean an aveidance cIi 1 In l1ife.
Ceath 1s thers, zlways stalxing us Ircom the mcement < cur
circh throughecut cur lives until 1z Zinally catches up
wizh znd ITzrxes 1s. ZIven mcdern scizance zncd medicine Zan
nct stop death; all they can Jdc 1s dJdelay the Inevitable.

3ince 3Jeath 1s such a gart I cur lives, we 3nould
be able o0 zalk abcutr i1: freely and honestly iIn almest
3ny sccizal setrtting. However, Zhis I1s act the case In the

American culture, and =Zhis avoidance is true 0L DCth
mecical crcfessionals (doctcors and medical starii! and

laymen alike. Dcctors certainly dc not Iike tc tell

(D
[ON
<
’A
8]
Q
1]
3
0}
'O
[4¥)
ot
'4
4]
3
(m)
w

Zheir patients that they ar
certainly do not like to hear it, and they do nct like tcC

acdmit co it if they are (Glasser & Strauss, .965; Evans &

Clarke, 1983; Wortman & Dunkel-Schetter, 1979;

(V9]



1 - o vl
cnne-_. _2» ;7 oLd¥xemarn,

Techenscn, 192R3; Nimocks, webr

1982; Smich 1985; Thompson, 1985 .

(B
(1)
' -
fu
1)
jo)
2
'J'
.J
=
I
O
ctr
(@]
A

contemporary American culcture

discuss the sublect of ZJeath wizth thelr catients, then

-

; . L e g _. s e = 3 .
1Cw JC Tecrie WNe zre IYyLnC Cr ThcsSe WnC nave TC lga.

- - v D ey
Turpcge o Tne STAdY

uses on ccmmunicaticn within a

G

This study o
ZommuniZy Acscice and how 1T 1s manliested Dy various
members c¢f the hospice staii, terminally 111 patients,
“heir families, frisnds, as well as theilr health care

oroviders (Miller & Knapp, 1986). The setting cf this

ccmmunity hescice Icr the terminally

2

stucdy i1s a lcca
ill. My applied interest in this subject comes from an
experience I had when a family memper was diagncsed and
subsequently died from terminal liver and pancreatic

cancer.




In =zddizizn, I 3pent 3 Uear 3nd 3z na-I 3S 3 acsgice

-— - -~ ey o P - - P .. - - ‘
SeTZTngs 1N wnicZh Tohiey wWCr«. ~ ave walillhed znld .l3tzsned

i

2N nCh-verZa. ommunlzZaTicn L catl=nt znd

mecdical cerscnnel within the ccntext <¢f the gatient’s

It

This apriiad sxperience cIf Zeing invcelved In
pecrle’s lives and their subsequent deaths has develcped
=C 2z zThecretical interest which lies ia zhe Zichcteomy
that exists pbetween what a perscn says to others about

what they telieve and Jdc, and what they really sav and <o
in practice. I believe that this dichotomy can be Dbest
acdressed by Lcoking at the everyday ccncerns ci the
individuals who are involved. I further believe that we
cannct continue te ignore communicacion surrcunding death

just because it is an uncomfortable subject to discuss

s




aad e T ~ - - - - g - -~ ~ -y -
Tz Jdo sc weuld fillusctrate 32 serizus veld in zhe

- -~ - - LY o~ - - - — -
communicacicn licerature. Months oI research and study
nas shown me cThat zZa_kxing zbcut Zezth znd dving 1s =

tcpic that is poth worthy and necessary 1n tae

neal_th/mediczl ccmmunicaticon Zisld.

[P S

Americans entcy Talking apcut what Is aapepening Tl

stace, Tatlents cIen are nct a..Cwed Cr are unac-.e °C
discuss their cwn Zeath and the grogcess ¢ dyilng witn

others. This impasse incluces their family, ZIriends and
aven thelr ZJcocrors and nurses (=Zines, Moss & McKenzle,
1995; Hines, Babrow, Badzek & Mecss, 1996; Ling, 1989;

rv & Smizth, 1993; Gotcher &

0}
Ia]

dansen & Frantz, 1984; Ch
Edwards, 1990; Thcmpson, 1989).
This hesitancy of ratients to talk apcut their

impending death is reflected in both health communication

literature and literature on death and dying (Burleson,

6



= ki 1 2. B TAFE 1 o T .
McDonald & Fink, 1992; Perlcii i Ray, 1991; GCreen,
Sarrcts & Sercvich, 1393; Rezrdcn, 199C; Zcock, 1393

- - - - 4 N - - - -_——- 1. - - - <
222 & gatie2nt’ s nesitangecy T2 ZTa.L o zpcuc Il

care grofessicnals TC Talx ctenlv AnC hcnestlyv accut
death ancd dying ©¢ cheir terminglly 111 diagnosed
catients iHarwccd, 1298; Getcher, 13293; Xreps, 13233;
_ef=sure, 199Z: Sulliwvan, % Rearzcn, L926:.

The aim c¢f this research is t¢ address “he zopic cf
sceaking apcut ZJeath in American culture, Vv examialng

some specific settings in which talking cpenly about

Jeath i1s commonplace. While there ars many

in which death is discussed openly, I chose

«t

nat centrasted strengly with each cther: a

nd an individual setting.

[\1]

Zmplcyees of hospice talk abcut deacth

places such as: the patient’s home, nursing

in many

home,

orofessional settings and scheduled meetings. They also

7
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~& . 2oCuUl Ieatnh UsSIng = rIety 2I wWevs Irznglng -rcm To

- N <~ = M - - - ~ - - = - T 1. - - -
ZCT.Cgula Srminc.cgy <I Thg .3YMmEN. ~Cua..y LmpecrTantc
s the d i icn of the field 1irses deal ie and
.S The CeScriprtlicn oI NCW CThe Ile.ld NuUrses 2eas Wil anda
znderstand Zeath znd zTerminel i..ness Ia _Zzht I Zhe NC

or say abcut dying and Jeath r2.3tss JIfecTiy T nCw Ths
interact with zThelr zatlients, the Type CIL Zzre znd 2varn
~he style <f heal:zh care given.

NC Hcspice i1s z2n esgecially aprregpriate lcczls Ior

empilcyved at hcspice has 3 speciiic rcle that
distinctively snapes nls cr nher ilateractions with the

pcatient, with the primary care giver and with the

'O

atient’s famil+y.

=

For examplie iIn NC hospice, there Is & distinacticn
made between medical and non-medical staff roles. Some
non-medical staff provide spirizual guidance, social and

psychological help and counseling. While other non-



the patient, the Zamily zand che Zield nurses.

This disserzaticn 1S an ethncgraphy, speciiizallyy zn
ethncgrachy of ccmmunicaticn (see chapter £, wnich
Jescrices varicZus cmmunlicatlion 2Srecis I 3 JommuniIy
hcospice located in a medium size city in central
Cklzahcma. The research stucdles Zdeath rslevant sgeaking
situaticns tetween hospice staif and ratients wizth a
iizgncsed terminal 1llness who nave sSi1x mMCnThs Cr 288 TC

>r dc nct zalx abcut death with their Zamily, IZIriends and
various health care prcfessicnals.
T2 certter understand acw communicaticn oy medical
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illnesses we need first o understand the cersgectlive <

1

e . ... . -
ince the mid-1950"'s. z

4]

Jeatnh i1n Emerican sccisty

(

addition, the term hospice will be defined

chilcsophically and medically and the role i1t plays in

dealing with terminally ill individuals will be examined.



Death is a subiect that has intrigued mankiad
Tnrcughcut nisteory. We hagve Told stcriss, thus creatling

mythclogies and tales descrizing death and what haprgens

-~ - o~~~ hat .~ = - A it < M o~ - - +
~nnern ZJeatlh CClurs. 0 nls Zcox, e en_a. CT 23T
lo%ml - = o= ”e - - - - -
(1973:, Earnest Becker says, "the ldea cf Jeath, the fear
= -~ - -~ -3 - - B4 - " < R - - 2 =~
22 L7 nlaunTs The uman anima. 2L Actalng 2.8e; 1T LS

2 s : - - = : ’ : = : - .
_I We .CC¥ 2T Jdeatn Irlm ZelXxer s Lol I 72w, we

can understand the basis for many cf cur religicus and

{8

(N1}
W
@)
®
4]
(1
8]
-

[ 1)
O
ty
3
1]
o]
~5
O
'
[
(4]
-

’ ']
[¥7]
3]

sciencific pell
ifficult and uncomiortable subiect Co discuss. However
when Jeach cccurs, we want ToO <now the Jerails. Althcugh
we may not pe willing o admic it zo others, death holds
3 certain Ilnterest fcr us. When toid abcut scmeone’s
death and after expressing condolences isn't the usual
guesticn asked, "How did he or she die?" We are Jdrawn IC

the subject ¢f death by curiosity, sincere interest, OoOr

3s a way to better understand the death of a loved cne.
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2¢aIri.88s C ZUr Ir238CnSs we za2reg Irzwn T2 ZIgeatlnl 1S

moths ©Z a2 flame :(Nuland, 1993%.

Nhatever reascns, acwever, we really 3O not want 2 Iace
ieatn, escecially cur cwn. Xrsps 1383 savs That zhis

raluctance tC speak about death illustratses cur cuiTurzal

-t

alking opvenly about death we disguise ccnversaticn abcut
Jeacth In zhe tTraditlicnai methcds ci IZIclx
allegories, dreams and sven ickes (Nuiand, 1294;.

= - = - ;3 1 [P PR - 1,
fJegcause CI Thie meglla. I[2velutlZgnh CI nhe Tast 143

years, we have Ccreated a mcdern methoed c¢f dealing with

A¥)

= RS 5 - - -y
~2QlLTtlmIzed ZUu_Tlilra-

Jeath. In tThe American nhcsplizal,

insticution, dying cccurs, sanitized and isclated Ircm

izncred and or Jdealt with by others. It 1s as 1I we have
blinders on concerning the existence of death.
American culture, 1f we cannot see death cccur, we IC nct
experience the process of dying, therefore, death must

not exist.




2287 28 Wwe LIxX2 TZ LInlrs znd en’s Ieatnl, we =2zl

myths acocuc it. Cne myth Cccancerniag Jdeath 1s that of

- " " -~ - -~ - - g, - -l P
the, "gcod death" C-r, zzs mcriend:i, Nuland, 13285, C. L
This myth is representcad In _lfarzture, a2rT, Talsevisiocon

YWCCa =2ver/ T.ohe =SChe ne 21es 101z IV lg. nCW

Q)

can we Iorget the CZeathbecd scene where grandmcther I3

Jving, and ner husband, chi_Zren, srazndchi_ dren znd
S = r’ ol

friends are gathered arcund her becd waiting Icr her last
words and her peacelul Jerarzture Ircm this werld. Thls

~he Time < deazn.
Zcwever, tThis i1s the zyre I Zeath wnich we ncpe Ior

or imagine for curselves, and for cur Zamily and Iriends.

28T what 1s this, "gccd death?" Nuland IZcund zhat

4 —~ra ~ v ‘ 3 -3 3 =~ - - — v - LY [N E
Jescrized gy The ZlITeentin-Cencudry oriiater NL._.>am .axXilh

sowle'" (p. xvi). Over time, this philosophy eveolved
into the culturally dJdesirable lZJealized Jdeath, truly the
right way to die.

This ncticn of a, "beautiful death," is made

difficult in our society by the current method we use to




Jeal wizh death. Mos:t Jeatns In America

in —he hcme with friends anc family arcund but rather In

-al

~ne ngsylia. Cr The TNUIrSLOC nome, l3C.at=2a [ICm =ver/jlal
-1Z2 3arg numen =2xgerlence. - Inl3 way, we sC.3zTg anada

prevent the death bed scene we sc¢ desire and asscclace

isclating death from cur everyday _ife exgerisnce, we

. R . . . .
z2.sc remcve and 13clate the Zommunicaticn iIncteracoizno
- Al e p 3 N e e
that gces alicng wich 1z,
=csgice Cara o che Twviag
Hcsrvice 1s a crogram of cares ZJesigned speclllcally
Zzr Zhe Terminaily 111 and ztheir Zzmilles, I- 1s zan

clcsest o the model c¢f a "gocod death! "aT we C5a&n have
and is an aspect of the hospice code as discussed in

-~
o1

chapter 6. Hcspice not only provides pnysical ¢

v
Hy
1%
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O
ty

}ae
ry

ct
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o

the

r

the terminally ill patient, but gives attention

-

emcticnal, psycho-social, and spiritual needs wnile als

O

assisting the needs of their families (Smith, 1985).
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- P I NAAT mvrs ~Amm s ArE mymitmN Qtrvema v sy b =
e ;‘C:y-ve -~‘e'\,-\.3. Sentars zIZund 3UCTCYT. 3suUsh =23

nelping patient lessen cr e Irse cI physical and

csychcicgical caln, o helr Them maxe The mcst S tne
Time That thevy have a2, znd T2 maéxe Thelr Iving mcrs
ccmfcrtable, less IZIrightening, and In every way mors
cearac.se ‘2eresicri, 13837,

Hospice, as derfined oy zhe Naticnal Hcespice
Crzenizaeticn In cne oI tThelr InZzrmatlcn grcocchurss, 1s:

3 compessicnate methed oI caring IZor terminally L1
3 ~ - -~ -~ T -

oecple. Hespice 1s a medically directed,

lnzterdisciglinary Zsazm-managed Trogram I services

z&re. ‘iOS_C'.CE lare 1S Ta...atlTe rzther —ahan

-~ -3 FRpay ; H - .

curacive, Wil an emrnhasis on galn anda symptom
ZcntxcL, SC Thael & cerscn may ~.lve nhe .Last aays oo

3 heme-like setting. {Naticna. Hcspice
Organization, 1996)
In the hospice wview {Stocddard, 1991, this 1s an

1 o conventional, cure-orientated medical

cr

native

ct
D
3]

fu

treatment aimed at combating Jdisease with any means
possible, for as long as possible. Instead of pursuing
aggressive treatments for terminally diagnosed

14




relcvery and ZJure (3t
manage diseases with progressive grocedures, medicines

; . . . - . _ - e
nd zdvanced —eCnnc.cqy. SCMeTmes ~ohge TI2aTMents 2iXlzel

3]

The physical and mental limizs C-If Zhe patlients zThey

Treatmencs, sven Thercfugh The resulIis mavy NCU have any
mcre penefit In curing the Jdisease Cr keeping zZhe patlient
z1ilve lLcnger.

Trocm zhe peint 2 wviaw oI ncscice (Steddard, 132910,

aggressive and ccntinual tresatment of disease needs o e

ccntrastaed with The zctual Zesires znd needs I The

patients themselves. Palliative care 1s what acspice

py a physician as terminal with a .ife expectancy of 6

ne Iccus ©f gax_iatlve

)
I

D

mecncths or less tce live. Thu

s the relief of symptomatic pain associated with

1.

care

certain terminal illness (Smich, 198%5). As the
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zCcCrorriate Treatment
curative efifort discontinues.

Hcscice dectrine nolds That Tne hcsricze 3ta
try, as much as possibie, ¢ return ccntrol of ¢
catlent’s 11Ze =Z the ctatisnt. Hesclice dces Thli
allowing gatients and thelr Zamilises tTc declie C
schedules, Irsatments, mezl cCl.anes, Vvisizaticon,

cricritiss
The cverall chlilcssceny Cf ncsrice =2mghnasicZes
impcrtance c¢f gualizy of life Zor che dying. A Dda

iyt ==~ ~<y =" -2 M ¢ - la) P
T en 2v The Naticnali Hesplice Orzanizatlicn

[y AR5 8§
the purpose and chiloscphy <f hcespice:

-~

Z2 crcvide support and care

ohase ¢f a terminal disease sc that they can

tny
§=
f~

".1

Hh

i

t—

elieves chat thrcugh

O
'‘Q

v and ccmfcrTaply as possible. Hospl

e and regards dying as a ncrmal process.

erscna-.zed serv.ces

caring community, patients and families <can

attain

the necessary preparaticn for a death cthat 1s

satisfactory to them. (The Basics, 1985)
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—he ratlisent’s tIcten Zhrenic znd severs caln.

Afrter pain is relieved and Zr Zccntrclled, the
ncsgice szaIi can gitvve ATUTenTlcsn TC sccilal and Icmestic
issues such as family grcblems reiztad o the ZIZear and
znxiscy oI an impendiag Zeath In tThe Zzmily. Then, cChers
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addressing some of thiese issues of adjustment and

e cren ncn-Jjudgmental

/]
A}
()

zCcceptance by providing a
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cddard, 1391), 1
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environment. In the hospice view (S
-hese proplems are nct dbrought cut in the cpen and

discussed, the results for the patient and the patient’s
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cutT 1 Zsars and wCrriss Ccan oDe =ugrassed verca.ly, Thew
- E b= - v - ~ -~ D - - T -
can ofcen e deazlt with or Jdiminished {Stcddard, 1929710,
dhat 13 3 Hcogrice
H 5 s - T -~ - T -~ « pa =y o ~e =~ o~ -y s -
A hosrice is an organizatlicn With sceclilic services
intanded o rz_isve The variad symrTcms oI Cerminal

illness. Scme hospices are Zommunizy/-dased hcme care

- ~! oo s v T - A mNiema e mmmemt mm T o m e
Zgenciles, Cthers 2rg Jglarltninents J2r un’l7ts o csclzZa.s 2=

nursing homes ancd scme are 1ndependent Live-in zutoncmeus

- =
———————— . p>3

tyoes of hospice prcgrams In the Unized Statas: (1!
~he Zrese-standing hoscices that crceovides lapatisnt
service along with hcme care; (2) the home health

AT 1 iamderaa
g.._acTive

(%)
8}
O
n
'a
’ ‘
O
D
o
D
(o8
n
O
ry
[\)
'O

agency hosgice; |

hospice

Q

care unit within a hospital; (4, the rcvin

Team wecrking wizh Jdying patientcs whersver They are
located; and (5) the hospice program with hcspital

and medical schcol affiliaticn (o. 32}.
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effortc between the gatient, the zatient's primary
chvsicien znd zhe acspice stafi. The inizizl Zecisicn ze

- -1 -1 - e . - . . - ¢ ~ - .~ =~ - - -
atlant's grimary chwsiZian upen the diagncsis That the

-l -

patient’s ccnditzicn 1s terminal wiTh a2 grognesis cI the
-~ - - - - - o~ s e - T~ - - . /e -~ -
cactLent Newvllg SIX ICNTnsS Tr L2835 T2 .lv=e. wnc= TALS

3 < < q - 7 o N ~= = - P
diagnosis is made, the patient’s ghvwsician can zhen
= < ¢ .~ - - v g’ -~ -7 ¥ - =~ - =
crascrize acspice care. The catient’s ohysician zlsc

racelve “rom the hcscice crzanizZaticn.
- - - -— e -— r -~ N
Cnce assigned o hcspiZe, the gatient’s overall
v - A - S~ o~ -
mecical service is dirscted zv 3 373IZ chysicizn In

“cwever, the scecifiiz medical Trsatment 1s clanned and

implemented ty individual team members. The team is

comprised cf nurses, scclal werkers, char-ains,

therapists, nursing assistants and volunteers.

Th ing zhe patient and

his zeam meets weekly, evaliu

(‘

=

discussing the %treatment plan in relationsnhip t¢ the

atcient and his c¢cr her present ccondizion (Zimmerman,

"G

1994; Zimmerman & Applegate, 1992). Different points oL

view prcvided by the different disciplines represented ac
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Chapter Zhree crovides 3z Jetalled sxplanation
methcdelogical and thecretical assumptions used
—h:rcughcut zZThls scudy.

Thepter fzur i1s a zeneral =2thncgraphy 2I NC He
which provides essential packgrcund informaticn IZr
chapter Ilive.

Chapter IZive 1s 3 =chncgrapny I communicZaticon
looking at two distinctly ZJdifferent speech events:
I2T meeting znd the cgatlisnt’s rcedside 2nvircnment.

Tharter six 13 zhe ZccrnZlusicon whizh Inclules =
reviaw cf the study ccntent, mpiications and IZuture
reccmmendaticns.

Arpendix & Is the ghiicscphy statement > NC
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zhe hcospice movement from ancient times until zhe
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CHAPTER 2

REVIEW OF RELATED LITERATURE

e T - — - -~ - - PSR, < - < ~ -~
Health ccmmunicaticn, as a sul-disciciine cfi zZhe
Zcmmunicacicn field, has Tesn rapilily develcping cver
Y= O - Mt =~ ‘T a = PR = L T L
_ast Z85 vyears. This is & new zaresz or study Icr

ZZmmunIcactilin scnclars, angd, =& suZn, 1T 2Les ncT /et

nave all the answers or 2ven a.. the guestions. This
sspecially True when 1T 13 ra2zllizZez tThat the disciplin

Zdgar & freimuth, 13%Z; Zlenn, 129C'.
While it is true that communication schclars draw
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IYXZm TNlsS LnTerZlsClp.lliary Tase e =

IIXCm LS Lnter Y,

t

out their own unigque emphasis on it. Communication

)
oy
fu
<
)
1
1)
3
Q.
o
2
ot
9]
42
o)

researchers who study neal:th issue
based on their usual research foci: frcom the ceint of

view of ccmpliance gaining, nca-verzal communicaticn,

fe

cersuasicon, vertal apprehensicn, ccmmunication styles,

and uses and effects of mass communication (Fitzpatrick,

Zdgar & Freimuth, 1992).
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.LesSe TIr2ndas L IZMmiunlZlzTLCN o Iesegrll Ian. =2 oZesen
: ) -3 = SRR = . = - fne me -
in research articles which ZZCus oo sSuch ToricZs as:
. e - . e -~ -~ - - - ‘
cmmunllaTtlin 2nd gersuaesinh, ZICmmluinllastlIn znd

compliance, communicaticn eifsctiveness, the nezlth Ccars
intervisw, TubliZ nhezlth zdvertising Zampaigns, Tures inl
stylies <¢f sccizl surppcerT zand coring with ad news.
Zea -t Communicsticn Ressearch

Academic research intc Zeath znd dying i1ssues hés
atoractTed zattenticn Ircm varicus academic 2isciciinesy
nowever overall, Thls researzh has zained very littlis
a27Centicn Ircm The JcmmunliZaTicn SommuniTiy. n Tnhe TastT,
the majcrity of research litsrature Jdealing wizth the
—cpic c¢f death has usually Zzllisn wizhin thne domains of
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nanatolcgy. Primarilyl,

commonly studied topics abcut death IZor example, the ZIZear

Jeatn anxierty, ZJauses CIL Zeatnl, studylnag e

by

of death,
social distance toward the dving ¢r even pereavement have
acC been ccommen research tcepics for communiczatic
scholars (Thompson, 1889).

Research intc death and dying cften requires an

individual emotional experience and cne which requires
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exztensive Zield work. Many researchers are relucCIant T2

do this type c¢f research pecause c:I

rn

=2 conduct field research and the emeornicnal impact on ths
researcher {Nussbaum, 1929). Ceath 1s ncI an =2asy
subject to deal with on a personal cr subjective level,
or Is it easy zc study Ifrom 2 scientific co

standpoint. This toplc can dbe very depressing and

h

-

ncomiorcarle for most schoirars t£c research.

£
9

t

for these reasons alone tha: there have nct been meore in-

’

{1

‘0
i}

e

-~
-

studies of rthe subiect.

Health Communicacion ipiteraturs

h

Cne ©f the mecst difficulc communication sizuaticns

'._‘

that we face is talking to someone who 1s terminally ill.
Ne usually ZIZeel awkward and Jc nct kncw what o say Oor
how the dying person will respcnd tToO our conversation.
Miller and Knapp (1986) addressed chis issue ¢’
communication with the dying by looking at various
strategies for interacting with them. Self repcorting
techniques of ministers and hospice volunteers were
studied to determine how they established effective

communication with dying patients. As a result of

(a
’_—J
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cenirenting, and rea

2 avecidance the Iving indiviiual is zhysically

- - - -—— - [ - < -— — e -~
ziver =2 detsrmine how They sncull raspead T the Ivinag
, oo . .
cerscn (Miller & Xnarpe, 198¢:.
= >~
jond i B 3 370 i WA - VR 3 P | =
Tollowing Miller zand Xnape, and Theilr study oL

ccmmunicating with the dying, Zimmermann and Applegate
studisd ccmIzrTing sTtratesglss used ameong memgers
of an interdisciplinary team C©f a hoscgice crganizaticn.

Zaminec gerscn-cencered Clmmunicaticn,

'
o3
n
D
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n
D
[\§]
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3
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by
n
D

and how it relates to cverall team functicning. The jcb
cf a heospice team is zC prcovide ccmicrt and sugppcrTt T

terminally i1l patients and their Zamily. However,

cst daily members of 2 hcspice team are sxpcsed IC

b
!_
=}

various levels ¢f emoticnal distress. The fccus cf this
study is on the various communication strategies used to
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social ramifications 1n that 1T gergetrates

Zzars and mythclogiss tThat American culture
death (Xreps, 1993!. Because Americans ave
nCcU Taixing accut 17, they Z¢ nct crepars I
cwn personal lives. It is because ci this

individual preraraticon that Americans n

nNe

cne

understanding and support tc those individuals who

tYy

eizher in the process <¢f 4dyiag or

-
~

r Thcse

Y]

many

[19]

ll
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,l‘
Q

are

riends and

family who are grieving for the dying and the deceased

(Xreps, 1993; Miller & Knapp, 1983)
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Them act Cnly medical znd CEvchollsicel remiiIlicaticons iz
culzural and scciai cnes 3s well. 3cme Implicictliy Zear
“haz, 1I chey =Zalx apcut ezth Cor zny CI These ZChronlic
iiseases That thev wilill get zhem  Hintcn, 1237; Harwecod,

- ANt et mem oA mmas Soame A~ AT reswes N o~ -
- QTN T Tole 23X I m__ortii, lanll=er 3 L2

Trzimuth, Hammond, McDcnald & Tink, 1992: Gantz and
Zreenperg, 1290; ZGreene, PzrrctI, Sercvich, 129Z;
Hammecnd, Freimuth and Mcrriscn, 1990; Ling, 1379;
Nussczum, 1389; Per_ c-If and Ray 1291; Reardcn, 1220:; znd
Zzck, 1293, I Zannct zhinx I 2 mcre irezded cThrassa

ccming from a Jdectcer or aurse than, “I'm sorry, Ddut YU

nelping indiwviduals ccpe with cancer has deen the
emphasis of health communicacicn research studies done DY
Sullivan & Reardcn {1986), and CGcoctcher & Zdwards (1290).
In bcth studies, the authors show that patients and
family mempers demonstrate an increased ccping ability
and communication satisfacticn asscciated with the

-
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_arge aumber CI Zancer gatlients are zeccming rsloZIant T
comply with their treatment regimens. Zvans and CTlarXe
{2983} rercrT cn zhis chencmencn, and on what ~apgens
when cancer patlents and cther chronically 111 patients
fzil =2 zet well, sicher as z rzsulz zf zhs gatient’s

treatment are not xnown. The existing thecry 1s that the

side effects c¢f chemotherapy. 3oth Evans and Clarke
{1983) relieve chat ov imprcving ccmmunication with the
patient and by providing support, patient treatment
ccmpliance would increase.

The use of effective ccmmunication was also found tcC

s y
P

te emtremely Impcrtant for individuals adjusting O
cancer (Gotcher, 1993). This is especially true when
communicating with the patient’s family. Strong
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crmpanion stuedy, Zines, 3abrcow, 2adzex and Mess

(1996) used Babrow’s problematic integration theory which

zna_.vzed 2nd-ci-llZe Jdeclisicns made IZor elderly dizlusis
- - — - e - -7 - - - -1
patients oy theilr doctcrs. They Zoncluded that zeth the

threatening illness zand 1ts significance untli’. they have
-2 which usually cccurs wnen the gatient has an acute
negatlve symptomatics respense.

In 3z Thcught cCrcvcking sssay, T2resa L. Thompscen

{1989 discusses ccmmunication za2nd dyving at the end of =z
liZs-span. In the =ssav, th2 zuthcr discusses such
issues as: Shculd dying patients be told that they are

overall communication process between dying patients,

th care grcoviders

b~

their family members and the hea

{Thompson, 1989).
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Qeigtald Thanacl gy TlTaragura
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The mCcst ccntempcrary, and extensive _lteraturs
M 4 - I =~ - .- - p= -~ PO - T =< -
lez_lng with i1ssues I dylng comes Zrom tThe Zisciplines

- — -~ -— - - el g h = -~ M -
ccncerning Zezth znd dyiang. The Iilelds I scciclcgy ana
— hi - - ~ - - - = -—
gsycheology have directad much ¢ thelr research =2fIgrzs
-C L2C¥ing 2T The gatlsnr-adllilr ra2_zticnshiz, The Ways 3

patient arrives at trsatment Jecisiocons and physician’s

h - TL & - - - N T =~ P
disclcsure ¢ 1iZe threatening 1llness TC nis or nher
-3 '™ 1A 1 2
catiant 'Sroland, 19935,
- - - i -2 -G - hy v~ ‘ -
Zzgerman and Zustin (198E-12Fe¢ studisd the

—cwards Zdeath. They _ccked zt Communicaticon That SCCurs

¥ < 3 - < < - M -

between dying patients, Interning medica®l students, and
the primary Iazamily ghysician. They Zocund that al. oL The

family physicians in zheir sample and 93 percent ¢f the

-4

mecdical students pellisved that terminalily 111 gatlients
whe reguest infcrmaticn about their present physicadl
condition have an “uneguivocal right to kncw” and should
ce given cthat infcormaticn.

These researchers furcther concluded that 76 percent

[

medica

Hhy

cf the family physicians and 65 percent ¢
Y J¢
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students believed that patients should be told about
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T Wwas like 3z reunicon zrcund -
the whole family was gathered

sccke and thanked us 2.1 Ir ¢
at the end saving that she wcul

me :£hat, ~Nas

svery

operate. My

ccusin was cher
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1

1]

n

ke wvery much
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D
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she wcul:
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would speak with mother abcut the c¢peration...When

.o

nae:x

wentc ee mcther the nexc

my

CTC s

the decctor had spoken with her

“hey wanted to cperate...She

asked her again.....she finally answered:

right! They’re going to ogerat
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g < ~ -~ - - W -
....3cme davs later I 3sxed nher, “Ycu ars non
-— T — ” ”m™ P . - ”
—alxing to me?”...”Cc¢c ycu thinx zThat ycu are dvying?
~ M - - - - - - - - - .
“cmelete silence...l sensed That she was very

o e m - A " emiaA = S A ~
AfTser —he fperaticn...l Tried T Zind 2T QCw

Srtro vt oA - ~ -~~~ TN = ~ts vy o - ~~y T NA Tl - ~
sverythniang nad jcne i The surzery...l zculdn’t get

any details frcm the stzii zand was unabie o find 2

-~ T A - I - ~ - - T o~
S10C.2 2CCTLCT. scmecne Jave 2 Tne TS_.Sprncnege umier

I called him...that avening...In 2

- . I P - YN W - ... =
..... cn 2 vClZle...ne 2.2 el e TUNCYX Was

cgen znd immediately cZlcse.”...The “Zccd nlght,

Madam” ¢f the surgeon was rapid and strixing: a 20-
second messacge That basically saild
2sT.” I wculd have lixed TC nave x£aCwn what o

anticipate abcut the ccurse ¢I zhe illness, what

further:; zhis zcor sick weman had been reduced Tl an
cbject. The family was the cne that was left to ke

involved witch her. (p. 203-204)

In discussing patient-physician communicaticn and

it has improved over the past 30 years, we must 100k
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nIZIZrmed ZZhnsernct . ~EdCe.2erl «x«

Strickiand, 1983; Xasterkbaum, 12381; Xreps, 198%; 3mich,

1325y, Informed zonsent i1s The _egal right - a2 gcatient
— % —~ he - =~~~ ~ - ¥ -} T = —~ ™~ —~ = - = —~
Co have complete disclcsure zkbcurt the diagncsis cf his cor

R

ner L..ness anc e L2 I e

for Treatment.

—ne Jcecvernment TC ensurs e £120OTsS I Tgatlents zna Tnhelrs
ZLI.LTY7 T2 LW zNC IO Zniccsge IZr Cemse.ves. -nls rLZncC

enebles the patient and chysician o establish ceen

-

Zcmmunicaticn and & subseguent carTnershlig In he
& - S
management <f Che d<dlseasse.
Jcmmunilczaticn Zan e sSC many Thlags T s¢C omany

pecple, and it can change given Jdifferent ccndlizicns,
iifferent sizuations and Jdiffersnt anvircaments 2urgocr,

Callister & Hunsaker, 1994; Getzher, 1993; Hintcn, 1920;

Reardon, 1988; and Zoock, 1993). Just as there are so
many ways of ccmmunicating, there are alsc many wWavs
listening. For example, when scmeone is dying, how do
YCcu kncw hew to talk tc them, or hcw o relate with Them?
In a philosophical treatise on communicaticn and the
dying, Lukeman (1982) states that first, cutsiders need
to avoid establishing labels and trying tc understand the
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it means ncthing to the dying. “The art ©of truly
ccmmunicating is the art of getrting out oL the way, oI
not ceing afraid, of allowing curselves O be wWhe we
truly are and allowing the other person to be too” (C.
63).

In trying te understand how the dying and the Jdead

are treated in hospitals and in nursing homes, we need to
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and within this
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Gubrium (1275}, in a study Cf a nursing hcme,

bureaucracy. In this research, he describes the atoit

Iy

R = - < ‘-~ - - . Tl
e Jiving such as wasning, feeding, chéenging LIinen,

while neglecting the human slisment CcI compassicn, mcdes

C)
H

1

[
.

. —~ - - o AL R S P _- -~ . — -
a2nd rasrect. As Gubrium states, MakIng geace wilh
b 3 & & — » - - Ld - -
hopelessness is a difficulc task, and 1T i1s the cne that
h — - -~ =1 - - -_——-, < - -
Tecrle anggountar In Dreaking ug ome T Tiake Ip _ife =

is mcre concerned with what he calls “bed and bcdy work

\
1
3
()
w
1
fl
!
!
{
f
rt

wnich is Zav tc Zay dutlies perZcrmed T
keep the individual’s pvatient aiive. This is dcne in

cCcntrast o the cverall concern fcr the individuas

b

emotional and perscnal needs. In the context of
aursing home, it is the ‘bed and bedy werk’ that the
staff performs towards keeping the patient functioning

ciolcgically that is important. Once entering the

(]

nursing home, the individual gives up all self-control
and autonomy and guickly becomes assimilated into the
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lcor staii of the nursing home, Gubrium states,




rzuctine <I Zhe nursing hcme Lastizuoticn .00 AZZCrIing
Stephenscn (1985}, studies have peen dJdone showing tharn
1iZe esmpectancy Ircrs snce zn Individual 2nters 3 nursin
acme.

n a 12%6Z c-lassic mcacgrach, scciclcgist 2arney
Glaser zand Anselm Strauss studied zttlitudes toward death
within 2 ncspizal setting. They Iocused oo othe
interacticn that exlists between dying patients zand che
ncspizal szzff.  They Iound that gatlents whe were dyving
in the hospital were zbandcned oy staff and lerf:z to deal
viTh tTheir chysical ccndicicn wizZhout much sugocerT. The
clcser the catient was o death, the less hls or ner
chysician visiced, and zhe slcwer the Ilcor stzaif was o
answer the patient’s request fcr aid. Glasser and
Strauss were less ccncerned wizth che death c¢i the patlen
than with the prccess of death and Zhe contexts in which
7 cccurs. Thev asked guestions Ircm a sociclogilas
verspective such as:

I7 increasingly Americans are dying within medical

establishments,

representatives

surrounded more by nurses and

chen hcow Jdo these

by #insmen,

of the wider society manage

w
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- - < - - - - b . - - vp =y = T
-2 guesticn infcrmaticon ol To them. Muczuel gracsense

awareness is a situaticn when evervcne kncws Zhe

- - - = 7 - h - R - - E e = = -— < = R
ceti=2nct’s gnysiZa. ZCnldlITlln, UL T Cne wants T2 IL3ClUuss
- b < - - v - - .

2Z. -1 The Zdurtih, cren awereness, a.. Tartles [InCw

~ e AanmA o - N - - A 5 = vt
=very/TNLNC 2NG Sgea: Zsten.y =20CUT LT s-.28S€rX x =ZTIC3USS,
. - .-
1963, p. 10-11..
Y — s —~ - — oo S =z - < A~ -~ J1p~wm o~y T oS -
Al nrfge I Tnesge .&sT 3TUudl=s, T Sudncw, sSsulIrlim

the instituticnal bureaucracy, the members oI That
cureaucracy, and hcw these memcers dehave i1n ways wnlilh
reflects, nact the needs of the patients put rather the
needs ¢f the instizution (Stepnenscn, 19885, ©. 60-61!).

In American society, dving and death has bteccme the
dcmain of nespitals, aursing hcmes, Or hcspices
(Stephenson, 1985). Sudnow, Gubrium, Glasser and Strauss
all conducted studies that dealt with the subject of

death and dying in the environment of the nursing home
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sven Though tThey were 1T Clmeesed Thal way.
Lizersgurs on Hesgcics
-~ - - - - - - g -3
"he CJzZncert I ACSgice as Telng = practe Izr The

- = - - - 2 - b hedial -~ « =

arcund Ior many cencturies (3tcdcdeard 12750, Tzday,

B .~ - - A - S P - - Y, N -——
hcsrice means mcre than a p.ace Icr the terminal’ls 1.1 =z
Jie, 1z 2lsc 1s z chilcscehy and a way =I Zving

T a 1 T . 3J - Te TR . - < = Q.
(Xascerkbaum, 1981; Stcoddard, 278; Hastiags, 2993;

Nar=s:? e Yool T Teaan ~ eer - ars 330 ~ma =arm
Narzs., _2%z.,. rclLIT=er 1 ~wNency Jears zgCc, The T2IT

noscpice was act even in the dictionary. Tcday there are

IT Wwas in tThe 1360's and 13
prcfessionals such as Dr. Cicely Saunders in Great

lisaberh Xukler-Recss in the

O]

Brittan and the gpsychiatrisc
United States pegan to write and lecture about the

dying individuals (Xasterbaum, 1981; Xubler-

[

Jilemma ©

Ross, 1975, 1978; Stocddard, 1978). Since then, death has

AN

been taken “out of the closet” and has become a
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curative care (Smith, 198S5; Stcddard, 197%; EBeresiIcrd,

lliative care emphasizes the treating oL octh
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the symptoms and the pain associated with certain

characteristics of a hospice stated by Du Bois {1280) are
the following:
Expert, multiple disciplinary management c¢f pain and

other symptoms.
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them freedcm tc make their own cdecisions, the physical,

7

amcticna: and gsychclicgical sufifsrin

crcugnt cn 2y Zne
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terminal disease can be reduced {Sterhenscn, 198EF

Anderscn, 13092},

-

Li-argture

thnographic

(1]

Further discussion on the literature of ethncgrapnhy
and ethnography of communication will ke discussed in the

next chapter, chapter three.
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CHAPTER 3

METHODOLOGY
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memters, especially the various communicaticn Trocesses

they lateract wlith each other.

sthncgr=seny

v

It is the iob of the ethnogravher to describe thls
commen-sense knowledge cbiectively Zrom the gcint CL 7ilsw
of a member of that scciety {Agar, 1986; Leiter, 1980, p.
26-37). In addiczion tc a descriprtion c¢f that scciety, an

ethnographer who pursues an ethncmethodcliogical interest

attempts to describe how that society operates.
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-0 173 Zcontempecrary Icrm, 2CCCriiang T 2alzman:

L W) - ~ - - - .y -~ -
{1263}, the ethnography oL sgeaking {or ethncgraphy of
Scmmunicaticn: =ither fcorm 15 JorrecI; Can pe Tracsed 2&cH
L - A - ~ -~ b o - - - 9]

CCc anthrcpologist and lingulist, Dell Hymes in 2 19262
- - =~ -2 A T - -~ - —~ = - =~ a2 e
zrTiclle nhe Wwrote Titled, Toancgrzachy - Sceaning.”
Thi aredi~ia ave scC T oo e Hf g~ ,raa =

L3 ar-icle J SCNlCcLars aCrf0SsS 218ClpLlnies =z
methcdclcgy and &2 medel oI now Indiviauals ZoasTrulo
shared meaning Irom sccliccultural and perscna. sxperiencs

o) -~ > < T e d = -

Tetch & Philipsen, 19293, . 263).

- M =3 bl -~ v - < =2 -

Iin the fie.d of communicaclion, one oL the I1rsc
rasearchers Tc Uuse athnograchy - sceaking 2s 2 rssezrch
- I ~ e - - - - -—— -~
tcol was Gerry Philipsen whe wr2t2 nls disserzaticon on

~he speech cehavior in an urban neighborhccd he zalled,

“teamsterville” (Carbaugh 1995). According tc Carbaugh:

1)
n
1)
B
o)
s\:
(B
)

Shiligpsen IfZormulated tThe apcroach
analyze communication as a cultural rescurce, wizh
cthers in the Iield using this apprcach, Icr
example, t£o investigate communication ameng YVietnam
veterans (3raithwaice, 1990b), among Thinese ({Chen,
1990-1991; Garrett, 1993), among Appalachians (Pay,
1987), and ameng church members (Sequeira, 1993).

Many studies in EC have been conducted in the United

States, but also the approach has been applied

=

64




-y

- -

S LT

across

P Q.

~

conversation analys

-

(Curanti, 1988, p. 210).

1o}

communicaticn on the sociccuitural

accerned verbal communicaticn and

0

perspective of the specific culture from which

individual speaker belongs (Carbaug

65

~
e

Ss

level.

e
t’s

n, 1989;

ccommun

meaning

-—ty -
e e

o e e - -

P ST N

PO D, )

AR
-—

e ethnography ©of ccmmunication approaches

Interpreting
from che
the

Duranci,



"y
)

LN
‘O
o
(A )

8!
1)
et
"

Cbservaticr,

cigant

o
)
S
\
[OR

w
e
el

Q

—

- -

Jcmmu

i

0.

erms = b a

N~

)
h
(¢ 2]
-t

LN
<
(o))
(9 )}
oA

-

L5
)
[
Q)

fta

[
)
QY
“f
Q
X
t

[¢k
Az
1

9
[ &
iy

tr
el

i

g}

L)
(V]

-

R

unices
2z

-

S Zcmm

-

n
[

a
.
i
({8
0,

~

fmpLoyees.

20

about

R

@
bH

n

0,

[-e

nurses,

ary care

L

oris

members,

V4

1

fami

prova

nd ap

-
a
KR

Y

at

research

cerZorm

LY

~
~

/

the University

i from

cration

:I
-

Qffice of Research Admin




S
m
: ]
o
S

)

uCT

~A
[DRORELN

-~

MNLT o -
vL.ancnma

s
F-
)
3

[24]

[oR
<k}
1)
th
([
et
8y

(&)

~

(
i

W

ses,

uxr

seven

.y

1al’ly

—armi
cermis

30

“he

mcng

Y

o

-

143}

eed

—~—

tbservaticzcn,

U4

onduc

-~
—

asearchn

r

bservation

O

rxed

o]

4y

)

o

n the research,

=

bearing o

W
[®)]

1

[

evelopmen

~
-

ie

(&K

the

67

For the first two weeks of on site research,

researcher learned the routine of the NC Hes



ty
€.
|
$¢
[}

'y
(
e

q

TR

m
— 1
1)
W

£
n

'
Ny
]
18]
£2]

(1)}

Wi

w4

|

i)
e
Y

o

vl
ot
Q

TR
[

ich

wh

v

mempers

el

ced

vt

—
[}
4

)
L))
)
)
qQ
<

e

ot

"y

(8}

th

)
M

Fe

)

14}

w
)
IR

2]
)
o d

£
1

Q|

Wy

o

oyt

EJON
-

N

"y
._.
[1¢;

ot

1)

N ]

ot

1]

zhe

nd

Y
[e))
o
/_
o)

ot
O

‘'werk!

[
13

N

4]

[
e

ot

minally

!
(8}

£
1)

e
»

|

o

oy

nurses

the

ence of

peri

-

e

rvation-

cLse

reguliar

of understanding,

level

o

the surjects

~
L

ties o

i

1)

[
=

as with the researcher,

th one another as well

i

subjects w




2,
D
by
(]
Iy
o
Q
[
'1
y
()
{
1]
t
n
b
B
7]
[\
O
()
Q)
3
‘0
b
'J
147}
M
(D
2
{v
1
‘
{
(@)
47}
e}
'A
[
()

O
1y
t
’A-
@]
®
-
'l
&}
-
8 |
M
<
D
)
'.I
@]
}
[
1
Iy
A1)
<y
(D
' 4
'~t
«Q
(1
@]
fu
o)
0}
[
ty
O
3
W
')
\Y]
't
'A
D
3
(1

caétlient’s Iamily and with The gaetisnt’s grimary Zars
giver.
ParTicicant-cpservatlicn researlnh c.Lzces the

researcner Ln & dnigue resItion oo see Cone Tyrce CZ
lmmmm el At am A N aa e memmamm o "= m~pgvmiea S-~Ame S~ ~ooR
LnTeIzCT Il Cn ana rear ancTliler . -~ TeIrMllTs sSCMe z=zZCZgssS

e

1
O
b
o]
fu
(t
[
O
(1
(@1
3
AV
V3
) s
o
w
\O
@]
1
’_4
' 4
n
B]
ty
Q
o |
-
fu
o}
2
0
[+})
¢
S
Iy
[{}]
Q)
' 4
(@)
]
n

would seem to, “blend into tThe woodwork” scmetimes

tenticnally and sometimes unintentionally. 32elng in

(=

the background c¢f the action enabled the researcher tco
askx guesticns about whatever seemed tc te cI signiiIlicance

tc the actors.

In talking to the nurses in the car traveling to and
from a patient’s place of residence, they wculd clearly
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saYy wWnat 1T wWwas Tagy Were TILOSLNZ, What nhey wers ICLng,

seen and exgerienced dJuring The nurses visizaticn wizh

- - - [aal < -~ < - ~ -~ - - -
~he patient. his Interacticn was recorded using 2 zace
recorder when ccssirie and 1n sxtensive Ile2l3 notes.

nschedu.ec-unsctandardized re-CcClurring lnterviews

.......

- 1 laad N ) T - - ~% < - - T . - -

study. These interviews with the chaplaina, vClunteer Zc-
mm e~ = i St AT . ' - N vem ~rr

crdinatsr znd scclizl worker wers rsreated at varicus

times and helped In the discovery of recurring themes

and 11 zanswerlng guestlcns agcut Tne patlent, nhg eatn

orientated pregnosis; they told abcut the ‘humanness’ as

tient

'O
81}

well as previded an insight intc the ‘work’ the

t perferm, as part of the

.
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O
sy
t
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and those surrcund
dving preocess.

The document review was ancther impcrtant aspect of
the research. Documents concerning the patient contain

mcre than just medical data recorded by the doctcor and
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LATeraltllns and gessic.le dvsIongcT.Cns. Inc.ided wers
T2LCITS meCe Y The sSCCla. wWCeIrxesr, ZIhérilain, and ncsclcls

czacTicn Ircm the Zamily Alsc greoviied wers insiznTs co
differing pcints of view Ircm the various team memcers.
Sommary
In Zconclusicn, this research 1s an ethncgracnic
guantictative study oI hcspice nurses, =Tnelr catlsents, the
orimarv care giver and the family over the ccurse CI the

Terminel 1llness, snding with the Zdeath I the zatlenct.
The basic c¢rganizational framewcrx Zor this study is

casec Lo Jua-iItatlve gnr.igscony, &nd 1T LS exgresssec Lo

4

ethnographic descripticn. The methodclcgy used, stresses
zhe emergence 0£ social thecry Irom the Jdata <¢f th
experience, as well as the meaning ¢f the sccicliagulistic
interacticn to tihicse actors whe are invceclived.

Qualitative research does not test and verify hypotheses

nor is it to be generalized tc other situaticns. It 1is,
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CHAPTER 4

THE SOCIAL SETTING: AN ETHNOGRAPHIC ENQUIRY

INTO A

A Zew years z2¢c ziter
emersion in graduate schcel
reiilse oy signing ur T Tec
went through the tZrainiIng o
weeks, The vclunteer ccoril
terminaliy i1l patienz. 2u
-hat, 12 adcditicn TC ceing
we were alsc an advecate =c
nls c©cr her lLanrerests.

My zatisent was a male
_ived in a local nursiang hc
ancd very cnely. HIs wiZe
and they nhad shared a room
When I met him, he had been

yvear and was diagnosed as ¢
cancer and congestive heart
4 hours with him every week

talked or, should I say, he

COMMUNITY

[

2 T =

me.

-

ad
in the same nursing home.

-~

a r

C cve

hcspice rcatient

erminally 111 crostat

disease. scent apcut 2

and during that time we

talked, and I listened.
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Ow t—hese events

= zhese even:ts

WaSs
an echnocgraphic
-ing.

Zhe nursing hcme set
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S

[$%)
1

O my interest in studying

-
8

o

e of wnether I should

ansur

on nursing homes, because I

T

poth.

homes, but I found few soci
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gt

- il

C hcme S1

~hem.

o
N_TI

n

cpserving wic

e
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~

Ity

set
hospice.
Zccus primarilily

was in a vositcion o observe

knew that there were previous studies of nursing

-

ological focused studies of a
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whera I was vclunt2ering. AItTser scme Lligrary resezrzh, L
fcund tThat zZhere was v7/ery _1-T.s research Zdevcred Iz
cemmunication abcut deach and wizh c—he Jdving, and
sspecially a vcild 1n research zpcut ccommunizaticon Witk
The terminally 111 hcspice catlisnt.

I decided zc study zhe parTicular ccocmmunity acscice

razscns. first, I had alreadv =stapllished z gerscnal
ralacionship with scme ¢f the 3zz2Z7 members. seccnd,
—hey were CcmIorTar.e naving scudents 1o and arcund e
O0ffice because of an existing Iaternshlp grogram 1n
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The ethnographic descripricr

i1

a background perspective for chapter five which will

3 group cf

1

t

focus on the sociolinguistic ianteraction O
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health care professicnals employed at NC Hospice.
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describing the social setting of NC Hospice,
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established a framework in which to understand the
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raricus verzal interactions That cocur azmeng NC Hcescic

nurses as they communicate about 2nd with zZerminally

atlents.

'Q

Jevelcped. This sthncgraeny CI sceaxing 3tudiss _anguage
use as revealed in the everyday 112z ¢ 2z gartlicular
sceech communizy ‘Turanti, 1282, Thls sthncgraphy of
speaking Zdescripes the setIlings, rules, Iuncticns, zand

-~~~

important ©o place this researct

)-
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4
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It

—he sociococulzurzl and lincuistic

zcntaxt ©
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Oklzhoma City. The pcpulaticn oI the tTown

in zhe

-~
~

cmmunic,

capitoi:

in

WNIch

located 1is primarily Caucasian; however, there I1s some

ethnic and racial diversity due to the larg

university located in the town.

n



The ccmmunizTy acscice wherse The studv was ccnduccad
is just cne of many hoscices in and cut of the stats,
which 1s Zwned zand ccrerated vy c-ne independent Icr-
procflt’ corpcraticn. These nosrices are, ILor Zhe mes:
Dart, sizZuated 1In medium-sizZs TIwns In The central 3na
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Wwere scme Indicaticns that tThere was competliti

crganizaticn'. While there Is nct zany difference

service provided to the patient in a “for prof
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ncn-crofic” hospice, the difference is in now
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business is registered with the state and the ta:x revenue

considerations that it receives.




Amcst 2
Caucasiz
The =sxce
2N nurs

T
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come

ot
c.2Ca

jo]

a

the
The rest

never gc

patients observed resided at the

cation

)=

o}
family.

nursing

with
Only

nomes

ccculatizn in This sculdy refilecred jenerz’ly ths
The town and cI the surrcuncding zrea.
2 2 the 40 patients znd thelr Zamilles wers
n, xS were The nurses znd The hcspicze stafl wizh
cticn cf one Dlack acme healcth 2312 znd one Latinc
e. Many cI The gatients, z.thcuch whizs In
cn, Ciazimed :that they had scme Natlive Americarn
d were “on the Trigal rciss.”
maicricy of the patlsnts observed Juring this
ant-coservaticn stuldy wers ver The zge L el,
7 2 Zew ¢I zThe patients in Their Z0's zand 20's
eks Ceicre cegan my research, There were TWC
under The acge oI 3 vears cid zhat had peen cn
service and had died.
anv Jiven weex oI zThe rssearczh, he majicrity cof
vatients were females comprising up to 75 percent.
of the patients were males, Wwith a2 gcecru-aticn
ing past 30 gercent. The majoricty oL the

ir ncmes in

“heir spouse, family, cr in an extended

in

-

a small minority of the patients resided

or healcth care facilities. Some c©f these
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_lwve alcne. This is Zue Tz NC
reguiring that patisnts have 3
crowvider wnlile tThey ars Cn serw
the primarvy health care prcovide
~he gatient 1s Zependent cn Zhe
pvatient {(varying from 24 hcurs
“2w ncurs 2 davi.

IT was 3ifZiculz ZIgr me To

eccnomic level of the patisnts

have access IC thisg part ©Orf the
cf the patients f{either rich or
Medicare Zart A was the primary
service. Additional sources of

service came from perscnal Indi
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Up 0

@

cr
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py federal © ivate funding s

to not turn away anyone whc nee
assistance,
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cayving patients varied depending oo Ths gaving catients

(D
Mo |
1

popuracion. Scmetimes 1t would be lower z—han .0 perc

NC Hospilce wnich serveld 23 The research sizs was
Jcnstantly z2dding new Tatlients 3s CZther gatlienIs iisd.
™ = - ~= - - ~e - &S W = e I oy - H s
This was called by ncspice scafs patiens dle-cIZ.

& 14 =

-~ crmar matayime; AF =i ~ Pmmm o a i - ;
) & - -— @t ey mAaarmt ~a Savecrt ~a
.08 7ast TatlrlTy I The Tallenls USIng ST LCZE 3erlCze

Alzheimer”s disezase, Crganic 3rain Syndrome CRS:,
Parkinscn’s disease, and varicus heart and sulmonary

iSeases. 2fatlients citen were Jiagnesed znd on hosplcle

<
{
'l
]
H
W)
]
1)
Q
N
D
A3
O
8]
Q
Hy
1
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()

ohysician, hospice has a stafif phvs

locations. This consulting staff physician does not

cian ¢f the patient Ddut

oh

)
R}

ather

'0
} 4
(

S

=

t...,.l

replace tThe rerscna
helps them manage the terminal illness, the accompanying
pain, and develcp, an over all plan-of-care. The primary

staff physician for the research site was a female doctor
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Jj1Th 3z scecilallicy i1n onZccicgy. 3She had
practice and was c¢n staii 2zt the local communicy
acscital. I Snly saw nher cncle z weel Wwnen 3he was
attending the IDT meeting. I nesver had a chance 2
interview her cecause she arrived “‘ust zeficrs tThe IDT
meeting began and leit right alzsr 1z ended. 7ice wher
she was unable T2 ztzend a2 27 meeting, 2 sSurcstizuca
ohysician was called iIn. This physician was 3132 =
female. I Z2C nCct XNOow her Zackgrcund Cr her medilal
specializy; however, she was Ihe packup staifii ghysiclarn.
In agddizizn < zThe stz ghvysicZlan, Thiers were sSavan
field nurses, six of whom were Zema.e zZnd ne wWho was
male. As gpart c¢i the cifZics stzaiiI, thers were three
other nurses; one was maie wWho was the Prcgram Zirector.
This director geriormed staii Jutlies put alse went cut
the field to see patients when he was needed.
neal:th alds wnc were CerziZied
d cne black, all

There were Igur ncme
Three wnice and
volunteer

The
3';

S

Nursing Assistants (CNAs),
whom were women in their 20's.
wnice males.

of
coordinator and the chaplain were bcth

the ocffice workers, the sccial

the rest of the staff,
worker and the pharmacist were Caucasian and female.
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Caucasian and female. They ranged Irom aigh scheci and

2ge students T acusewives, zand retirsed Individuals.

aursing schecol studying Icor medical cor soccizl work

TCCaTICNS. Many CL The wWwemen WwoLlUnTUsers wers rst_red
aurses or cteachers. L Cniy Saw Cne aClilve Ma.e voliunteer
—~ - =~ .« M - ‘ T i - - + - r - e o
cTner Tnan myse.-, &and ne was z rLrstlred J.vY. rera.rman.

Hospice organizaticon anc patleng cares

cat.ents. Througpncut the r2search, Ther2 was a constant
STrugg.Le Y ZOorpcCrate negQcuarTters e meintaln 2

[ -3 ~ 3 w at i, P -~
2mMEnNasis wWas TC m&lntaln Jua. 1Ty ;at~en’: care.

The struggle between ccrporate headquarters and NC

Hcsrice, while being interesting and a topic for 3z study
of corrorate culture, was nct the direction that I ilntend

my research to take at that time. My interest is in
verbal interaction between the hospice staff and their

terminally 11l patients. However since it is a major
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“ZgiZ cf ccnversaticon 3t NC Hespice, The Zzonilict needs
0 De explained.
TV < o~ =~ -~ h -~ < o - - - - - - -
Th13 struggle Zccpsiscaed I IZrocrata neadqQuartars
-~ A . . e el -
wanting tl add mcre gatlents and act hiring mcrs
=~ ~roa SAr =rmao 3 ~vanaam ir T Ao~ \] CAaapnt ~~a
=me.cyee ZZor Tne Ladrzased Worx _Zada. N CSDLCE
b} —~ - ~,~ -~ -~ T - - - -—— = -
Srogram Dirsector IeiT Thnat To ¢ S Wweull possiply
Sacriiice tThe emisting nigh guallzy I gatlient czre. Tha

oranch hospice hacd ©o maliatain a IZinancizal scilvency and

- - T e M- nal - - ~ = - . - - - -~ I
cay IZgr iltseiZ. They J1Z his oy malatalining & certain
1 - ' e BN N - - - < - =
numper I Medicare (Part A; pavying ratlents.
N~ — < < = - =~ -~ - = i -
AT cne gcoint 1n my resezrzh, scme 2L The Zull Tinme

flald nurses wers reduced from 40 hcurs a2 weex -z ZC

_-_——T L

P - - ~ - -~ o~ —~— - -— -~ - -
acurs a week. "he Program 2irseCcicr Jave The nurses 3z
Zhecize f naving tTheir ncurs reduced Zr having scme CI

“oining hospice. The Program Director spoke apcut IRhis

issue at several oI the staif meetings; nhe 31sCc SCLIcCi:

<

Q
[\)]
=+
3
’J.
3

Q
[
o]
M

ideas on hcw to recrult new patients D

]

ccnfidence and favor ¢f local doctors.

t

During this time veriod, the corporate office
increased the paperwork reguirements for the field nurses

-

due to additional Medicaid rules and regulations. The
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Tirsz, I obpserved rthe cvera.. s3taii iateracticn in the

nospice ¢oIfZIize and cconcducted ILntarviews There. This was
not, however, where Ccontact wiZh Datlents TCoox p.ace. I
never saw ratlisencs ccme Intc the cIZIice =2ven ICr Zhe
initial intake interview. (On “ust a Iew cccasicons, I 3aw
2 Zzmily member cI tThe gatisent visiz, znd 1T was usuall.,
—C get medication Or e sign Icrms. The seccnd malicr
SetIting was cIiten ca.led “the Zie213,” and Iz Included tThe
catients’ residences. The staifii went cut iIntc the Iisla
-2 visiz, Ccars cr, zand inTeractT wizh ratisnts aad thelr
nezl:zh care grecviders on & regular pasis.

It was in the setzing ¢ zThe cIifice suize zThat mcst
staff interaction cccurred. The stalf ofiice suize Is

puilding {figure 1.;. Initially, this suite consisted

Q
[N

sSix cffices, & ccmbinaticon xercx and mall rceem, &

large meeting rccm, a storeroom, &

s
®
O
()
'O
]
'_1
O
o]
v
R
D
W}
i\

xitchenette, and a small pharmacy. At the end oI my

research, (with the lease of an adjcining office sulctej,

(XN
)

cur more cffices were added on the north end.

t

Right outside the reception area in the central

nallway of the building was a water Iountain, restrooms
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HUSPICE

FLO0OR PLAN

NURSES JFFICE

PATIENT CARE
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PCC/PROGRAM
DIRECTOR OFFICE

LARGE
CONFERENCE ROOM
USED FOR IDT

CNA’S OFFICE

MEDICAL RECORDS
& MARKETING
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LOBBY
RECEPTION

DISPOSAL MEDICAL
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CRGANIZATIONAL CHART NC HOSPICE

CORPORATE HEADQUARTERS

COMMUNITY PHARMACY NC HOSPICZ

PROGRAM DIREZCTOR

PATIENT CARE COORDINATCR

H0ME

ZEAFLIN
XEALTH AIDS

SOCIAL WORKER NURSZS
VOLUNTEER RECIPTICNIST
COORDINATOR

MEDICAL RECORDS

)

Non-medical sta

Cne oI the staii cifice recsitions was the
receptionist whose jcb it was to answer the theones, t©o
Jreet cecple as thevy came into the oIfice and o tTy/ce
office correspondence.

This role was shared primarily by a designated full time
emplovee (a female) and was often augmented with
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che catlients’ medical Iiles up —o Zate, urdatsd Ths
catiant tcard and Zilled cut 2.l Tnhe neclessary Carerwcrk
“or medicaid, medicars and hospicse. As a LPN nurse, shs
scmetimes visited catlents 3s 3 surstizuts nurse when the
stafi was shcrt handed. In emergency situations, she
cculld z2lsc resceond o death Zasls.

2
I\
n

Cn the greamises cthere was =z sma.l gharmacy zhat

Zwnec =20nd creratsd LTV a2 3epraratz cocmtany I Tae acsplle

corpcration. In operating the pharmacy this way, patlient
medicaticn cculd e gurchassed In fulx and cheaper than
zhrough outside scurces. The cCharmacist was a fema.e,
and her grimary 30oC Wwas TC Jrerate the pharmacy and TC

111 medication orders used by hcspice patients.

haring a wvery small cffize was the volunteer coc-

7]

-

ordinatecr, staff social worker and the sta

|

f chaplain.
The volunteer ccordinatcr was & part-time pesiticon and

was taken by a male in his early 20's. His primary jopo
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Jcunseis Zhem. AlZheough ne 1s a3 LChristian, ne Zeals

~iTh other faichs zlsc. He zadapts znd works Zhrzouzh

—he religicus ZiZierernces. He nelgs TatienTs and

thelr families with thelr spiritual Zourney and

-ries o Zraw tThem Cclcser o Zecd. He Tries o

answer gquesticns patients have, such 23 w~why God Lis

icing This 2 me, wnere 1s Zcd in omy Iying Trecess
and what 1s Ged’'s will In my lifs right now?

In acddicticn, the chapiain cocmplietes reguirad
cacerwork and sends out bersavement cards to the family
siien thne gcatient dies. II the gatlent dJces 1ot have 2
pastor, priest, rabbi, c¢cr other spiritual adviscr, he
Wwil: Zccncduct the Zuneral service 1I requested by :the
patient cr family. In addition, the chaplain conducts a

hl}
[N
(93]

arcer abouc
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memcrial service

t

patients have died.
The Program Directeor c¢f NC Hospice is a male, a

former field nurse and is responsible for the overall

operation of the hospice. He does the payroll, oversees
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Jenera. zCcZcunt.ng, Ices LnlTla. lnT&ares, sugerv.ses Tn=
>rZice znd NUXSIng 3TaII and 138 a _..al30n betweern 13

ofZIilce and corporate headguerIers. In addicion, he 1s =z
raglisterad nurse and continues T2 sSee patlients ¢n an :s-
needed basis.

The Partient Cars CZ2-criinaior 1s 2 Zsmale Reglsztered

nurse. Her icbs 1s o oversee patient guelity care and
- S -~ = - - < T s =~ ng - - ~-—
meet medicare and Ccrporaticon poilcly.  She sonduclts

negcessary anc 1ilrxeCcTly supervvises a2.. leLld nurses and
- = 7 - = - = - -~ o -~ = - - -
The ncme nealinl 2.dS. Snhe 2_SC 3eTs stancdarcs ICr

minimum nursing and CNA’s wisizzticn, =2stablishes
standards Ior nursing, and

ng and scheduling Iniczial nurses and TNA

e

well as conduct

inictial training and their continuing 2CUCETICh.

The ncme near<i ids are alsc zTrained TNAs

o)
iy

.

{Certified Nursing Assistants). They are all Zemales in

-

zheir 20's and are responsible Zor ncn-medical care
the patient. They visit the patient sometimes daily and
sometimes twice or three times weekly. Theilr job is o

clean, wash, bath, dress, feed and otherwise take care o

the patient and their general physical needs.

93




The Zie>.d nurses zrs 2.1 zZrzineld ragiscearad nursas
(XN} excert fcr cone whe 13 & LZN. There were six Zemals
202 2ne mé.la nurse. The “cp I Thne fis2ld nurse s -z

- - fagl’ . 3 Ia- Dmm e -~ = = T iada =
cactlesnc They administer medicacions, aCT 2s =z _lzlscns

. -~ - - e - - .. = < -~ I ~="
cetween patients and Jdeoctors, teach a2r.lus medlla.
“echnigues =2 cactliencts and care Jivers, cerfcrms initTizl

- ~Nyss - - [ R - . 3 - e =
~he dying grccess, stay with gatisents while Tney zre
- - - bl . - -, - - - - - - - < - <"
actively dying, and tzaxe care ¢ cratisnts and the Zamily
immediately altsr dezth.

Ahile taxing care ¢ gatients is z team 2IicrT Iz
-7 \ -~ M 5 - - ~ -~ - - - -
3l1 hospice employees, it is the field nurses that nave
—he mest direct individual contact wizh the cgatients and

their families. They develcr patient care plans and have

-~

T responsipllilily IO0r Tohie Cfare CoI Tnhe Latle2nts

llre

O

assigned to them.

There are seven Zield nurses assigned directly TC
taking care of patients. Of these seven nurses, Six are
women, and one is a male. All of the nurses are trained

as registered nurses (RNs) except for one LPN (Licensed
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cztlzant care clan wnile Zhe LPN rznnct. This ZiZZsrence
is mandated by the state medical zcard zand nct 2y sSxill
—evel., Hcwever, zthe LFN can wcr: under tThe supervision
2Z cne 2ZI Zhe RN nurses whe Zdevel:rTs tThe gatlisnt cars
o_an.

The nurse’s cIiiiZe 1s i1n Tne sScuth 223ST Corner I
the cffice suite. Instead cf individuel desks there zre
sables set zgalnst the walls wiztnh Zhalrs. Nurses shars

wizh the Jocor zhere 1s a stcrage cacinet with varicus
- - hi Pes - - - - -
forms, pamphlets, and information used and given o

the avening. Cn & rotacional kasis after wcrking hours,
on weekends and holidays, the nurses are, “on cal.l
nurses’” answering after hours gatient questicns and
responding when a patient dies. The “on call” nurse
Wwerks one week at a time, Monday through Monday. The
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- = = = -3 2 = ‘. - e = ma e
ncurs zre IZrcm T 2.M. TIll 3 AM., and There 1s 3 Tacrul
W - AN 7 4 -~ - - o -~y - -} =~~~ -

cn call” nurse incase I Jdeaths oCZur at the same Iime.

After working ngcurs, .. Tncne Ca-.3 mace To acspice
- - - - ~- T
ere IZorwarded tc the “on call” Deeper.

che chone call and =2ither zive zdvice over =zhe zelaphcne

intc The o2ffice, <The nurse usSt gC Cut T where the
Tallsnt ..ves.
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dav. This time is zl1so used tc socialize with the <L

racelve any new I1nIZrmatiln ZCnCernlliig tnhelrr

- =

v

. -
3T ;, <C

patients and to call and make appointments with patients

)
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03
D
|8
b
wn
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Zor zhat dav. 2y abcut 9 c’clcocck, most ¢
have left the office and have started visiting their

atients. This schedule rzmains the same each day with

'O

the exception orf Wednesdays.
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Nednescays 1s Zhe dav lesignated

rdisciplinary Team} meeting

-
3
1
®

When the nurses leave o 7isit catlents in the

mcrning, they drive ctheir cwn vehlizlses they zars cgall
milage. They visic thelir patlents at home, 2or 1o =
aursing acome. There 13 ac seT Cime 3gent with Ths
ovatients. It just Jdepends <n what needs o De Zcne.
Scmetimes the visit is scheduled arcund that Indivridual
vpatients’ schecdule; Ior exampie, Thelr meals I1n aursing
ocmes Cxr any onvsizal Therzoy Cr sgecliic medliczal

The nurses trv =c Jdc wnhat They neecd t2 Ic with the
patient quickly, and then mcove ©on o another gatiant.
They palance their need o mecve Lo the next gatlient wiih
spending time with the patient and their Zamily. z
Zhev spend tcC leng with a patient, their day Just gets

that much longer because they need to see all ¢of their

(31

patients scheduled ZIor that day. Very Zew gatients can
be rescheduled for the next day due to time constraints
and the patient care plan. (The routines described in the
next three pages are further specified and exemplified in

chapter 5.)
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Once arriving &T Zhe gatlients rClzce I resilence,
the nurse Is usually greeted py 3 Iamily member o-r z Tall
hez_th cars giver. They talk abcut zZnhne catlient’s
ccndlticn, specia. needs, medicaticn, slsep catIsrns,
oowel movements, and Theilr currsnt menta.: stzats. The
nurse z.3C &Sks hcw, The nhezlth Zars Zziver, 13 zenIlings
alcng and if cthey have any needs Cr Zuesticns. I Ths
catlsent rasides in 2 nursiag acme, Then The nurse Jets
tnls Infcrmaticn Zrcm he gacliant’s medical chart and
Zrom the desk nurse i1I zvalilabls.

When —he nurse walxs In T2 see hls Zr ner patlant,
ne cr she usually gives the apprcpriate greeting, “gecd
mcrning” cr “gcocod afternccn” and then asks, “Hew zrs sou

{2
(e}
' ¥
]
Q
T
O
Q.
W]
3
V)

N

eating, going to the bathrcom regularly, and if he or sh

Nurses
their skin,

Their pulse

na Ar snoe
P s -— e

5

ne or she i1s in any calina, hcs

0

well. These guestions are asked while tChe
sically examining the patient.

lcok at the patient’s eyes, ZIeel and sgueece
check their feet, take blood pressure, check

and heartbeat. They check any dressed wcunds
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Sr scres and 2mamine c-ther carts oI tThelr opocay Zecending
2n the individual needs and recuirements < Zhe patlient.
IZ necessary, zhev rearrange Ihe gatlient 1n Ths ted or
get them cut ¢f the ped and zut tThem 1n & cZhalr cor mcve
“hem Ircm the chalr ZC zhe rced. Wnils zhey azrs ztTeniding
ZC Zhe physical needs ¢ The gatlient, they z2.13c z2ddress
nN1s Cr ner smcticnal znd gsvZholcogilzl needs.

The nurses caix T2 all gpatlients sven though many oI
—hem ar2 1n 2z Zocmatise _ixe <ccndizicn, sz due o tThelr
disease are unable Tc talx or comprshend wnat 1s gCing Con
cr zeling sali. The nurses say That These CZcndlIilcns ars

1sSuaonly Cfaused 2oV & Lalte stage Crganlcs Crain synarcme C°I
~2T2 stage A_zhelmer’s Zisezse, Jementla, Zr scme Ctrhser

brzin disorder. The nurses stated that although catlients
might seem and act unrespcnsive, They might nCT actua-_’
be unrespcnsive. With many of these
catlient cces have mcments c¢Ii lucidity whers tThey can
listen, understand, and respcond. This is why the nurses

talk tc them directly and nct about them in the thlixd

'-t

cerson context.
One ¢f the nurses and I went =0 visit a catient in a

nursing home who was suffering from organic brain

syndrome. Before we entered his rcom, she tcld me that
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CHAPTER 5

AN ETHNOGRAPHY OF COMMUNICATION: TWO SPEECH EVENTS

In rescense o che ZJescriptiwve ethncgracny I NC
dcsrice inzroduced previcusly, Thnls charner 13 cincsrned
viTh levelloring zn echncgracny L sreaking wnich
descrires 2 way CI speaxiac 3s relscted 1n ths
3ccizciingulstic speech cocmmunizy oI MC Hescice. 0 oany
sccial sizueticn iavelwving Lancguage and sceakinag, 1T Lls
“rne 3reaker wWhC Zhccses ncw The messace will e
verballized. The spezarer dces this Dased cn the scciszal
ZcntextT 2I The verbal ilnteracticn and what i1s «<ncwn and

cartigsular sccial setting cr scciclinguistic grcup
i TQTD . s - - NN A i
iPhilipsen, 1972; GoffIman, .95%!'. In addicicn, chils

study will alsc look at the setctings for communicaticn,
zhe places wherea communication occurs, as well as zthe
people decing the communicating.

In this research, participant-opservaticn 1s the
method of research used which allowed the ethnogragher tc
identify and explore the various communicaticn events and
their components (Hymes, 1974, 1962). This study o<f NC
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than zThat. It cecame an ethnography OL Communicacicn
ccncerned with how 2 communicy 2L speaksers Zalrxed D2 znd
amcng =2ach cther. The cverall setzting, inn Thls Zase, 13
—hat ¢ z ccmmunitcy based hcme acscice which crovides

meciczal Zare Icr the Terminally ...

The majicr empnasis ¢f Thls study 1s on 7errac
ccmmunicZaticn among & Scciclinguistic grzup oL language
speavers. This focus on The wverbal understanding 2 z

2 - . -1 -~ - = -2 - v Py ™ A o
Scciclinguistic grour was Zirst Z2elined Ty Zell Hymes
FTQART - v =y} < = - s3 he eryn o= 2 $ s -
r1396Z; as an etancgraphy <°f scearxing. In exglilalining what

13 meant TV an echnograpny CI speaking ne stares:

In one sense this area Ii1l11s the gap between what 13

evidence ©I other patterns; neither brings It Iatc
focus in terms Of its ¢wn gatzerns. In ancther

sense, this is a gquestion of what a

b
L

hil

0O

I

ules cf grammar

n

internalizes abcut sreaking, teyend
and a dictionary, while becoming a full-fledged
member of its speech ccmmunity. Or, it is a

questicn of what a foreigner must learn about a
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jrcup’s verbal benavicr In orier to par-icicate
approgriately and efifectively in 1fs ac=-ivizies.
The ethnograpny oI speaxing is ccncerned wiinh The
situatcicns and uses, the gatterns and funcoicns,
sceaxling 2s an activicy 1n its cwn righz. 'c. Le!
In wrizing an ezhncgracny -I NC Hcscice, Thners ar
many activitlies zhat can be dJdefiined as sceaxing, out
speaxing as defined by the researcher, Cr the Ircug D&
studied? The settings for verbal penhavicr used iIn zhi
study ars settings defined oy the scciclingulisTiczc grcu
3s =2vents in which communicazicn cclurs (Hymes, 19%6Z,
197 Hymes ZIfurther staces Cthat:
One must reciprocally estarlisnh the mcdes and
settings of behavicr relevant Tc speech, and the
sets oI verpal items That occur with them;

dimensions of contrast

natciv

o

purely semant {desi

other imports and functions... The approach oI
course requires the structural analysis c¢f the

comnunity in relation tc speech and that wouid

1

P

ccnstitute an ethnography of speaxing. (1962, p.

(3




According no Hymes, Tnis sTructurzl oanalvusisz Zan ce
Jetermined only within the tcundaries ¢ that sceech
communizy. Hymes ccntinues:

Activicy Jdefined as sceaking Dy one Zroug may ce

Jdefined as scmetning =2.se oy zncther. Bu:

differsnces cI This s3Crt 2re themselves -I Interest

Scme cenavicr wi_l Te Crganlized and deflned In cCarms

cf speaking in =svery grgcug, and the imper:t 22 hils

event, the intake interview, the death call, th
introduction ¢f the wvolunteer to his cr her gatient

event, staff in-service training sessions, the catl

y
}-.4

spiritual assessment by the chaplain, the patient’s
interview with the social worker, and the monthly

memorial service.
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Soncerning thelr sicuation oI use, gatterns 22 use and

< = ~- 3 -~ -~ <2 - - s - -
cverall Iuncticrnn. These sreciilZ sgeech events Jc nct
stzand zlone. They ar2 puc cne gart CIL 2 re_z2tilC2nsnip

that exists between other sceal
entire speaking sevent. In wricing apcut rslzticnshics

[} R,

M Fa—y - -~ .o - } S £ o~ o~ o
Cetween speech contexts, Hymes sald:

Al ™ -~ H - 1 s = -~ H - -

Ine Cognitive r2.e <2 3TeecCh 13 NCT a.L.—-Ilr-agtnilng,
s - 3 2 3

Cut 2 matter QoI wnhat, whgrs, a0CQ wnen. orveeln 1S

others, some times more than Cthers, Zor scme

O
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wn
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In this paper, the term speech event i3 used To mean
a locally defined social context Zor speaking, with an

structure that differentiates it from cther

t—

interna
events in the community and has shared rules for conduct
and for the interpretation of speech (Duranti, 19
Fetch and Philipsen, 1995; Philipsen, 1994). The

inscances of speech within the group can be identified

106




LT o

Dm mem s o~ et
LTIV Znter

)}

—hem

ng

contrasc

[N

]
‘O
Ty
v

-

- .
- .

238 I4o&a

- -
- -

cme

g
~

3
4}
[
u)
Q
o,
(8]

0
[}

Y|
1l

0
Q

]

LD}

1Y
o
R
10
(@)

13}

)
13}

-
-1

4!
Q

-

—he

nim

Jive

-

E

dicticnary

Q
1)
ved

ry

nouns,

B

only by

notc

means,

zhe

jsfe]

cnse

0,

1]
®
S

[

sentcences.

and

ses,

ona
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cuaticn

alk?,” a sic

T

; “Nice

guestion

n edgew

19

the response “Couldn’t get a word i

oYy

iety concelve
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sSocC
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participants

by

Insofar as

n terms of such

interaction 1

verbal

their

107




distripution <f zhese zre werIh Jdiscovering. 13eZ.

o. 24-25)

The nwo sSreech svents - chcse IC anasyze zt NC
Hoscice are —he DT [ Interdiscipilinary Team Meetling) zand

envircnment. I Zhcse tThese TWC 3peech events tecause I
“heir Izcus on Conversatlcn Joncerning the Individual
catient’s dying process, anc hew the participants of
—hese speech =2vents makse sense cut CIf the talx they Jdo,
and ¢f the sictuatizn iIn whiZh zhat Zalx cccurs.

The zna.y/sis —hat Icllcws locks at cthese Twe
distincrly separate speech svents In terms oL hcow NC
Hcspice employees ccmmunicate O each other apout Thelr
catients, zand how Zhey use speech in a specific
culzurally sancticned manner :(Carbaugh, 1295: Phillpsen,

1975). These situations inciude an analysis and

o1}
D

description ¢ {1} the IDT meeting and or the patient’s

peside, (2) an acccunt c¢f the scocial structure Jdesignated

v

py the group as a setting for communication, and, (3}

Q

f-4

ial setting used fcr talk.

O

descriprion of the sc
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The IDT Meeting: A Speech Zvent Zor tT31:3ng zbout
The IDT at NC Hospice is a2 meeting wnich consiscs oI

The Jdynamics resulting IZrom the grcug IntseracIilcn nas
iocng peen a Zccurse oI study Icr ccmmunication schclars
and researchers in cther academic disciplines.

NC Hosrice prcvides crimaerily zalliatlive at hcme
care Ifor terminally i1l patlients. This servize and
cthers croviied py NC Hospice are coorcdinated py the
Interdisciplinary zZeam ({IDT). The team meers Cnce a w~veex

patient, t©c ovlan

services and

n

-
-\

9]

TC Cther

are.

[@]

direct patient

Over the last two Jdecades,

field staff whc are Involved

and coordinate

ct

2

dissemina

in

the concept c¢f the health

care team has beccome a popular alternative tc

conventional healcth care chroughout the medical

community.

an interdisciplinary group of care givers,

109

The health care team is generally defined as

doctors,




aurses, sccial and mental healzh care werkers who come

Tgcgether and meet as z Jroup, in crder Cc give 3 speciI:ic
vind <-f pactlient care (3erteorttl & 3eipcid, 1964,

In discussing wverbal sccial ILateraction, the Zcncspt
cf the speech ewvent covers many JdiZZerent TLvy/pes and
styles ¢ verbal and acn-verbal IntarZgcurse. The gresent

CIZLCLaLlly sanctlconed reguigar.ly sScnedu.ed nealta-cars

ceam meeting cailacd the IDT (Larrue & Trognen, 2393¢%.
In Zurcther ZJefining the speech event, Hymes states:
Taring f£irst the speech events within a gJroup, what

Zzatures, which differentiate them?...What 1s their

-_——a T T

distriputicn vis—-a-vis

H

tern of occurrence, thel

'0
Ia]

a
each other and externally {in terms of zocral
behavicr or scme selected aspect)? (19262, p. 24)

What the description of the NC Hospice IDT meetling
will show 1s that there are speech events embedded in
speech events. The IDT is a title given by NC Hespice

used to identify a specific class cf speech event. The

IDT speech event will be studied by asking guestions
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and che pessible func:zicn Zhe speech svent serves wizthin
chat scciclinguistic communlicy.

Sackgroung 2on ‘nrerdisciplinzry Tozm Meering
A maijcr weekly communicatlive svent that SClurs
cerween smplcoyees at NC Hospice 1s the 10T

u

(Interdisciplinary Team) meeting. This event happen

cnce & week, <n Wednesday mcrniags, and lavelves The

cartllIpatiln o0 2..L The empicl/ees anC vec.dnteers Wnc

medically zassessing the physical, emcticnal and mental
condicion of gatients currently on ncsrice service. Cne-

12 ¢cf cthe tctal patients ¢n nespice service ars

s}
’ vy
()
O
o }
4]
(v
3
\'
(@]
D
7]
[
]

assessed one week, and Zhe second h

veek, an arrangement made

®
[
9]
}-s
’ ]
O
=
t—l
o}
«Q

assessed th
crimarily to keep the length of the meeting manageable.
Incluced in the general discussion cf tzhe patient
are concerns about the family cf the patient and the
orimary care giver. Anycne whe attends the meeting may
speak and contribute if he or she has knowledge ©f the

patient or ¢f the patient’s family situation.

111




meeting, then gquize ofzen an in-serviZe {ongcing
~ — - = - < - = ~ i = -} - -
educacion) training sessicn is neld fcr the nurses and

In Ccbserving cver Z0 IZT meetings, this rssearcher
ncticed Zwe addizicnes C&rts ZC the IDT thet ars nco
Sormaily acknowledged Dy NC Hoscice, but are gcart cI Zhe
meeting. They are whet I Jall, the gathering Icgetiher

which occurs pefore the opening crayer, and the stail

NS e S -~

meeting wnich cccurs after the IDT meeting 1s cIiIlcially

The IDT is held in a large meeting room with central

access to the rest of the cffice complex. There are &S

—~

ilong rectangular tapbles in the rocm which are placed
together to make a large square with the center filled
in. This arrangement permits papers and forms to be

easily moved around or across the table from person tcC
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usually sits to the left of the doctor and across the

rs around

i

The rest of the cha

from the director.
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vallarle ICor whomever sits

[}

& migh: seem 2 re

-
-

(3K

e

~he =
-ae T

[¢¥)

19}

R + .

~here, but these chairs are usually caken by Individual

V]

WNC nNave & nisctcry ¢f sicting 1n certaln seat Lccaticns.
Perscns sicting at the Zakle cn & regular pasis ic

paperwcrk during the meeting that they may pass T2 2dThers

¢ rzad and or 2 sign. Included In This Ircup are tThe

Zc-crdinatcr, tThe Jdcctor and mvsell. L Zhere 1s rzom,
- - - — - j -3 -~ b 1 ~ - -
everysone sits at the table. The cnly geoplse whe sit

-~ B 11
alcng the wall
“hcse wnhc are visiIcrs, vclunteaers 2r zre The hcme hezlIn

The gathering cogether
I2T meeting begins as a2 social event Icr the ciflicse
when the staiff rtecgins arriving Zor work in the meraing.

1

On this one day out of the week, field nurses and home
nealcth aids, <nown as CNAs do not hurry out oL the crfiice
Zor their daily patient visitations. The overall cace Ls
more relaxed, and individuals talk tco each other more on
a social level and for lcnger geriods ¢of time. There

might be paperwork for the nurses to complete pbefore the

meeting, but they do it and socialize at the same time.
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Ad*acent and ZJcown 2 shcert nallway Zrom the 127
meeting rocm 1s The xitZzhenetze. This 13 whers Izcd Is
orought in Ty 7aricus staii memfers WhC take Turns
purchasing and setting-up the se_I-serve IZocd. Anvene,
including z2nv Juests cgresent, 232n nelp-them selves ©o th
Zccd. The cerscn whc signed i -2 zring Zccd That &y
selects and Crings wnhat ne Ir s3nhe wants. ccmmen chcices
are Jdcnuts, ZJockies, Irulic glattsrs, Cr tagels wWith Crea
cheese. I is the fced cheicles and variery cf IZzcd that

3s zn imcetus used IC Zet cecp.2 1aTC The large meetling
rocom.
lanl — - - - . - - - -~ . -
The snharing c¢f food creovides 2 sense cI Community,

necessary 1n Zealing with gatients zand cther ampllvees.
This sense of community and sharing That centers arsund
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In discussing the impcrzance of focd during sccial

vents, among the Warm Springs Indians, Susan 2hilip

D

rote that the kitchen area and the focod served 1s an

2,

important part of any of their community social events.
The sharing and serving of the food to the cemmunity, DY
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Zne communizy maintains relationships, sxpresse

n
o3
)
O
$2

will and shows nospizalicy o any visitors (Philips,

mcrning. Pecple begin leaving thelr cifiice space abcut

{3
[
O
(D
43}
[l
A%}
]
1
@]
y
' .
tn
1
’ 4
o]
18]

A.M., getting themse_ves scmethin

intc zhe meeting rocm TC cake thelir seat. Quits srften
befcre the meeting, the NC Hospice Directcr Or Patlent
Zare Coc-crdinatcr geces around to the diffsrent crfiices

letting cecple ¥now i1t is tTime o start the I0T, and it

Zimes, accually herds chem iats cChe meeting rcem, SO

The gathering zogether 1s an important part CL the

)

IDT because 1t seems tc set the cverall lighthearted Icne

2f the meeting. It needs ¢ De remempered that the

business ¢f NC Hospice is dealing with the dead and
dying, their families and health care prcviders. This

one-on-cne social interaction that is stressiul,

depressing at times and an extremely isolating type of

work for the field nurses and other staff. The gathering

section of the IDT allows informal social interacticn,

community building, releasing and sharing of stress, and

a chance to spend time with co-workers.
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meeting, various Zorms

b
M
2

rcm —he very starc o ch

and other papers are constantly shuffled zround che tsble

£or peoplile ©s sign or read. This cocnrtinues thrcughout
che meeting. EZach perscn at-encing the meeting Is given

a copy of the weekly, IDT PATIENT REVIZIW SCHEDULE ‘See

service Ifor that week, along wizh their names, case

irth, ZJate of zheir last visi:z oy TIie nurse, Jate 2r Tne

next visit by the nurse and the name CI The nurse

resently zssigned t¢ them. Alchcugh the schedule 11sSts

')

211 hcspice patlients, conly one-nall azre reviewed each

h

patients were reviewed each week, the

’.MA

week, IZ al

meeting w~would iast twice as long and nursing rounds

In

O
A

Che day would not be completed.

Qrening Praver

The IDT meeting usually begins with an opening
crayer being said. The prayers varied in length and
content depending on who said them. Usually the
individual praying was the NC Hospice Chaplain who was an

ordained minister trained to be the hospice chaplain.
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Y
’ ..
0}
'Q
a
b
3
[0}
ty
wn
t
(D
o)
Q.
®
[0
1
(@}
0
()

specific. The prayers of cthers wno prayed iIn his

[
o]
H
O
O
[
4]
®
[0
W)
j]
(1
®
3
O
Pt
’_u
O
o]
W
’«A
’74
g
@
'0
H
®
w
6]
b
[0)]

crayver by saving, “let’s pegin with Zersavement.

~“here, the director choccses somecne =2lse. When the

orayer 1s pbelng said, pecple get guietrt and pow thelir

neads. When the chaplain gravs, the wcrds used in the

orayers verbatim pecause the sound of my note taking

Toc Loud. Tn additicn; I ZJid not reccrd them either

Instead, I wrote down key words and phrases. Throughcut

-l

~he grayer, the chaplain uses words and phrases such
thank you, lift up, let Mr. E pbe safe with you;

empower us t£o reach out for ycu; think ©of, time

as:

energy to reach out to help others; come together,

strength and wisdom and service, extend your

comfort, blessing, presence, serve your people.
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In Zhose

zerminology and phrases of the

weeks

ratliencts ~he words,

wnen

-
-

S pravers

rafiected this fact. Some examples are as Zollows:
We will be remembering the Zamily 0L --; we _IIt uUT
zhe Zamilies, and you ccmicrt chem; remember Mr. W
in the prayer; 1ift up Mr. A, serve him znd help us
reach cut in his name. Let Mr. L De safe with vou;
let us have strength 0O serve in /OUr name; empower
1S To reach out for you, remembering cthese who live,
ceace and comfort, use us as we minister To others
in vJour care Jesus.
In the content ¢ the prayers, he Drays about zthe
suffering of patients, thelr need Ior strength and the
importance oL the wcrk being done by the hospice staff.
In one prayer he said, "“We have four persons to rememoer
in bereavement tcdavy,” and then he talked about zne
staff, how they were surrounded with death and how they
related to their patients.

The chaplain’

the addressed the
suffering and the

catient. This 1is

S prayers are short and to the point;

needs ©f the catient, the family, their
role of hospice staff in treating the

contrasted by the content of prayers

when they are said by others: When the chaplain cannot

119




-~ - - - i tert - - M ~ .~ : [ - S
attend the IDT and when another _eads praver ia _ayperson

:

(S

and usually a particular ncme healch aid), the prayers

tend o be very ilcong and unriccused.

After the chaplain finished oraying, he announced
“he time zand date ©f Zhe next memorial service. I1I zhers
were any statements cor comments made by the chaplain
zbcut individual gatlients, he made them alter the praver
but befcre the sociel werker began her discussion of

cereavement. Then, ne wculd begin rassing odereavement
cards around the table for averycne in attendance o
sign. These cards are sent 0o zhe familles 2 z1. zhe
catients wnc died that week.

Sereavement

After the chaplain finished speaking, the sccial
worker began talking about patients that died in the past
~Neek. II the socilal worker was unable to attend the IDT
meeting, the chaplain would take over this section. To

pegin this secticn,

IDT said the words,

the doctor or the person leading the

“Bereavement” or “let’s begin with

bereavement.” The personal name of the social worker
responsible for doing bereavement was almost never used

as a preface in announcing this section.
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At zhis time, the scciel wcrker began nher Ziscussicn
of bereavement by announcing the names Of those wnc died

that week, znd began giviang information abcut them IZrcm a

Zcrm titled, BEREAVEMENT ASSESSMENT AND PLAN QOF TARE  See

Appendix Zj. She read the cuestions verbatim from the
Risk Assessment secticn <L the Iorm follcwed Dy zhe

answer. The answer 7O €ach gquestion was verbally statad

ves” or “nc” and was usually fcllcwed DY a

detailed explanaticn. The questicns on the Zorm ask:

Is this tzhe only current life Ccrisis?

Is there an adequate support system?

Is the tereaved pelisved tc be free of suicidal
ideation?

Is the bereaved pelieved pe free of croblems with

1
O

substance use/abuse?

These guestions reflect specific needs and concerns
hospice has about terminally ill patients and their
families. The verbal reading and answering of the

questions at the meeting I believe is for an information

121




(98
'l
9]
Q)
po
0
'
.l
Y
(D
1)
n
®
v
I
o
)
[§¥)
o
O
=
3
i
o1
03
D

a2xchange amcng tne varicus 2: e
table. Through dealing wizh che sizuaticn, these
guestions ars 2imed a2t ensuring tTha:t the dvyving gerscen and
their family have a better gquality 2f 1i:
they have remaining.

- .- 3o : - -1 AN = A~ PRSP
<1 many sltuatlcZchs, The nurses, CNA'sS ©r ITner sta

may nave gertinent insight and answers g these Juestions
wniczh the sccial worker was unable To cptain.
Additionally, these guesticns reflect real situations

P 3 - ~ A - ; i v e P ) - : ; 3~
WIlZTO patients and can pe Jdea.Lt wlT!l QY VaILOousS IoSpice

£f and the resources avaiiable 2 zThem. Individuals
may pe dying and still! have childrsn o ralse,
grandparents o care for or have £o werx full time tcC

crovide family inccme. Thev mayv nct have life or pburial

T

insurance, Or anyone ro talk o because their IZriends and
families do nct kacw what o say ©& them.

_—-———T

Terminally 111 patients, especially those suffering
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frem a painful cancer or ot
suicide or become abusers of the powerful pain

medications that are prescribed o them. In some cases,
the medication is taken from the patient by a member of

the family who sells it or uses it themselves.




Once the gquesticns were read and answered by the

social worker, or by the chaplain, the nurse assigned ¢

}—

the patient or other stafi would give additicna
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fu
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information. These guesticns citen gen

Q

response from the staff members whc had contact with zhe
patient, health care giver, or the Zamily. The Icllicwing
segment Ifrom my field notes is an example 0f the social
worker'’s response tC the pereavemen:t guestions. The
social worker said:
Mrs. S died at 3:15 c¢on Tuesday. The Chaplain
interjected that he sent a lot ©f bereavement cards,
pecause she has a lct of family. The primary
bereaved is the mother whc kxnows almost nothing
about Mrs. S’s children. Does the family seem
accepting of her death? Yes. Is the mother free ¢
sulicicde? Yes. Is there aceqguate finances for che
mother? Yes. Was there an expression of feelings
by family members? One nurse said yes. Does the
bereaved have any other current life crisis, or
conflicts? Someone replied, “some family conflicts,
one child is considered the “Black Sheep” and
overall the kids are devastated. 1Is support

available? Yes. Is the bereaved free of suicide?
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fes, the mom 1s ZIree I druig zruse, now. M
mother was a drug abuser. The 2CC says, one <

nurses needs o gpick ug Mrs. 3's ramaining

Q]
£2
wn
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i

medication. There was a dellvery CcI pain

tc some xind <f conclusicn to help the patlent and
family.
In ancther case the scclilal werver explalined:
Mrs. M is free of other respcnsipility put not cI
The kids rthat are with D.S. {CZerartment cf Human

sues oI anger. (I nored tTo myselZI that

'y
(R
n

nave

-~

articipants were talking cver the social wcrker

o

while she talked and the ncise buillt up gquickly.
The PCC whistled long and loud by placing her

ingers between her lips and got the meeting back to

(1]

order. Participants stilli taiked over the social
worker, but quieted down some what.) The finances
of the family are unsure. Did the family share

feelings? Yes. Is this the only current family
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Srisis? No. Is there zdequacte IZinancial sugpcorI?
Noc. IS the bereaved ‘rse 7 suicide? Zecd

guesticn. A general Ziscussicn c¢cn zhe statement of

suicide follows amcng the staii members.

The szaii member whce Jdezl: with Che ratlisnt gave
infcormaticn and other statements concerning the Zamily
chat cthe sccial worker ZJid nct have. I the zanswers To
the guesticns ccncerning the patients were nc, zand iZ
there was nc cne zarcuncd the Iable wnhc had anything To
add, then zhe sccizl worker went through tThe 1IsT until
she 1s ZIZinished. Scmetimes the Zuesticns and answers
were read aimost in & staccate-.lxe manner.

The exchange of informaticn ¢n the gatlient 1s very
informal while the reading ¢I the guestions 1s very
formel. ALl the guestions are read in their sntirsty Ior
each and every patient who died that week. Some examples

vatients and thelir fami:ies

a the va

chance to meet

or “the wife buried her third

social worker finishes talking about

“that i

<
P

she usually ends by saying,

apout scme of the
died too scon” cr
tient before she

the

husband.” When

the last patient,

all for

bereavement,” and her section is over.
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o2l zssessment:

The catlent’s med

: The

When —he pereavement seccicn LIs

ecticn ¢ Zhe meeting

[97)

of

and evaluation

o3

22Cs C

_ate, she usually

~he or

Jdect

nave peen Zrcucht

-nT

names are usually listed on the IDT

the zZerm

These patients are
assessed medically.
done by the individual who did
This is

interview) on the patient.

medical assessment performed by the
has been assigned.
of medical diagnosis and assessment
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{the intake

follcwed by the

assigned nurse

These discussions are a combinaticn

as well as an




evzluaticn oI the social setzing and the smcticnal stiate
of the patient and family.

The nurse assigned T©C Thne gatient gives the
evaluation. If he or she is nct present, the nurse
reading the evaluaticn will give the assigned nurse’s
name afiter the patient’s name 1s stated. OCne sxampis
zaken Irom my fieid nctes descrilfes & tygical inicial
intake repcrt o2n a catlent peing admicted Zc acspice
lare.

Mr. X is the rvatient znd has ccion cancer. Teri

did the inizial. Other nurses laugh because zthe

WrCng ratient is being talxed abcut. He llves at

home and is in pain. He lives with his blind wiis

whc is forgectful. Mr. X. uses a wheel chair zand
walker. His pain 1s contrciled with medicaticn.

His wife is xind of “demanding in a nice scrt cI

way” Teri said. We will work hard tc suppcrt them.

Scmeone at the table said, “so help is availapble,

but his wife is reluctant to accept it.” PCC says,

“we need to watch her
help manage his pain.”
for ccntrolling his pa

wife tends not to give

and nelp her to accept and
The medication being used
in is M.S. Contin, and his

him his pain Eds reqularly.
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much pain he is actuelly in, the doctor savs T2 Ths

afZ, “den’t Icrget Thne catlisant «ngows nNow much calin
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yone 2ise ha

wizh the Zfzmilv they wculd say what They ¥now at zZhis

zime. In nct every case, but In mcst cases, the perschn
zdding adcdizicnal iInicrmation 1s the weman whc <eeps the
medical records. She is ofZen In contacc wich the
oatlient, their Zamily and their Joctcr, usually cver the
telechcne when getting information for her medical

racords and bcckkeeping.
he

After discussing any recentiy admitted patients, th

ersaticn gces right tc the evaluaticn and
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assessment of existing hospice patients scheduled fcr
review that day. The doctcr, c¢r whoever is leading the
meeting, reads out loud the name of the patient. The
nurse assigned tc that patient answers either with a
detailed medical description or by saying, “responding

adequately.” Then, the staff would move on to the next
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néame cn the gatient lIst. Acccrdl

o}

nurses, the ghrase “responding adegquately,” means, “nc

change in the patient’s condizicn and that zThey are Icing
£ine for what cChey have.”

Tour mcenths ince my rasearch, 1T was anncunced at
the IDT bv the 2CC zhat, the ohrase “resccndliag
zdecuacely” shcull n¢c longer e used 2s 2 statement I
Zhe gatient’s current condicicn. The 2PCC relayed Chat
ccrocrate neadguarcers felio that the use 2 This phrase
did not give enough detalled evaluative Inicrmation
Scncerning The ccndizicn c¢f The patlent Ior 2 Trorer
medical assessment during IDT meetings. Iastead, the 2CC

instructed The nurses T2 rereat Cr read what they nhad

-

')

When writing the evaluaticn of a patient, grior to
~he IDT meeting, either that morning or when the visi:
with the patient is concluded, the nurses use a speciiic
form called Interdisciplinary Team Plan of Care (See
Appendix D) as a guideline and as nctes £cr the IDT.

The IDT Plan of Care form is another way of
providing information about the patient’s physical
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cermanent wricten reccrd <¢f The patlent’s prese
ccndizticon and svaliuaticn. This Icrm alsc serve

pasis of informeal verbal Interaction and discussicon amcn

the staif members present &t the meeting. It L
the use ¢ this form that patient Informaticon 1
the starff wnhich allows ZIcr Jdiscussicn anc evaiu
ingut by a&ll persons attcending -—he meeting.

The IDT Plan cf Care writgtten Igrm peccmes

framework Zcr speaxing during the meeting. In
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1962}. Verbal interacticn among hospice stafif during che

IDT segment oI The meeting uses IwC channels cf

communication. Cne i1s the writtan channel provided by

the IDT form. It 1s through the use ¢r the wr

itten

channel that the verbal channel beccmes the primary

channel of information exchange. According to Salzmann:

Although the acoustic channel, best exemplified by

spoken works, 1s the one most commonly emplioved,

other channels of communicaticn shculd not

be

overlooked. To do so would be to ignore that
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communicative rehavicr that makes grimary use

channel frequently depends on other channels ZIor
reinforcement. {1993, p. 133}

A parent reading a bed time stcry cut lcud e z young

child uses an accustic channel Icor somecne whC has not

The verbal message 13
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related to the written message ccntained in the Iorm
itself. The message of the form contains speciiic
solicited medical information apoutz the patient. This

information is then relayed to hospice staif wvertelly ac

iD

zhe IDT meeting. There is a re_aticnship between message
form and content. As Hymes, (1972, P. 59) states, “IT is

a truism that now something is said i1s part cf what Is

further explains this relationship as saying:
A paraphrase may be sufficient to indicate the
message content, but only the gquoting 0of the exact
WOrksS can represent adeguately the message ZIZorm Oof a
speech act. To paraphrase the statement “Like hell
I'm kidding; I've warned you--now get out, fast!” as

“I told him in no uncertain terms that he was no

lenger welcome” does away with so much color and
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changed fcrm ncC

common with the original content (1993, ». 139).

This relaticnship,

as stated py

Sa_zmann,

message form and message content needs to be adeguately

shown by ccmparing the written IDT Zorm to

IDT meeting verbal discussion.

vatient are checked.

titled “Comments,” has space for written notes.

in patlient medicaticn or

Hcwever,
guide and a
the patient. All
answered. The
the meeting,

ccmes

discussion from the comments secticn varies according

the patient,

needs.

After the last patient is discussed,
patient and family needs,

brought up by the staff.

i3 sections T2

appropriate to the medical

during the IDT, this

starting point

individual
but the verbal

from the last section marked comments.

The 1ast sec:tion of the form,
Changes

Tresatment are recorded nere.

form are nct

sections are
interaction with other staff
The

jste

the patient’s condition and the patient’s

specific
Situations and comments are

Then someone, usually the

132



dectcr, the Director or the 2CC savs something like,
“does anyone else have somecne that needs t©to De assessed,
cr, is there anycne or anything, anyone would want o
talk about,” or if the doctcr i1s leaving the meeting, she

v

says, “1s there anything eise before I leave.” I there

is ncthing else £o add, the doctcr gets up and leaves :the

meeting.

Announcements and the snding ¢f the IDT

After the doctor leaves, the maior portion oI the
meeting that addressing specific patient concerns =2nds.
As the doctor leaves, there is usuaily some conversatlion
vetween ner and the Director and the PCC. This lasts Zor
no more than 5 minutes. At this point in the meeting,
there is nc formal leadership Zor the meeting and th
people attending the meeting routinely begin talking
among themselves sccilally or about specific patients and
issues brought up during the IDT. No one gets up Or
leaves the meeting area at this time.

After the doctor has left and the Director and ?PCC
return to the meeting, they ask i1f there are any
additional comments concerning patients assessed during

the meeting. Following this discussion, the Director or
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PCC z2sks the nurses 1f they have anv Juestions or
comments concerning patients not scheduled to be

-

discussed. If they do, the meeting ccntinues IZIor a ew
more minutes. When all formal and informal conversation
concerning pcatient assessment 1s finished, general
announcements are made by the Director or the PCC. Thl
includes birthday greetings, emplcyment notices, the ime
cf the next weekly stafif meeting {(usually fcliowing the
DT), the time and topic of the in-service training or
che time and date of a memorial service.

Announcements are usually Zollowed by a 10 minute

break before the next secticn pegins. If there are no

other meetings scheduled, the nurses and home health aids
drift out of the meeting rcom to their ciffices in small
groups and pegin planning their appointments for tThe dav.
Staff Meeting
The staff meeting is a different type of speech
event than other sections c¢f the IDT meeting. The focus
of verbal communication up to this point was on

information exchange concerning the medical evaluation

and assessment of patients. The first part of the staff
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meeting dea:s primarily with, ccmpany pclicy, and cffice
procedures.

The second part ¢f the staifi meeting, when It
occurs, becomes a forum for all employees of NC Hospice
¢ talk apbout what is beothering them. This forum Zor
corporate self-disclosure is intended to help individual
employees deal with the stress that accompanies working
with terminally 1l1 patients and their families on a
Jdaily pbasis. These sessicns usually occur wnen there :s
a shortage of field nurses or when there have been a high
numper ¢ deaths within 3 zwC Cr tThree week time Irame.

the speech event changes

1y

In this section, the style ¢
frem information gathering to that of a group therapy

sessicn.

]

here 1s a very nigh turnover rate Of nurses who
work at NC Hospice. The Director ¢f NC hospice told me
that this is due mostly to emcoticnal purncut caused by
the nurse becoming emotionally attached to the patient.
When he feels the stress level is getting too high, he
tries to lower it. Some of the ways he tries to
accomplish this is by having an office party or another
type of social event. He also has, as part of the Staff,

meeting what he calls, “a bitch session” and allows the
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1k about whatever they want.

)

nurses and cther staii tTo ¢

This results in emotional responses from whoever needs

Wnen there is a statff meeting glanned, 1t takes

place after the IDT meeting 1s cver. The staff meeting

1

usually consists of che Directcr or cthe PCC talkxing ¢
the emprloyees about changes in prcocedure, Drotccoi,

caperwork, and emplovment ceportunities. After this, zthe

3

neeting occasionally becomes an 2vent in which employees
can tell how they are feeling and what is bothering them.
This cccurred Zwice while I was cthere. The speakin
style in the next two examples shows the changes that

cccur in verbal stvies from that ¢f the cpjective

information gathering cf the IDT, t¢ that ¢f the

)]
t
"
[
[0}
O
H
cr
e
[

emotional filled therapeutic self-disclosure

H
h

7]

taff meeting.

t
t

The first time the cathartic discussion cccurred in
my presence, it began with the director asking the stafi,
“Have you anything you want to say or need te pitch
about: now is the time to get this thing off of your
chest.” Individual staff members began talking about
personal issues that resulted from their employment at

hospice. This was followed by an in-service training on
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roressicna: coundaries, setcing limics with family and

patients, and stress indigencus to the care giving

P gy

ororfessions. This evelved i1nto a session where statil

cegan ilntrospective reflecticn iato themselves and whvy

they work with the dying. One nurse said chat she

Zhcucght of Jdeath as an "“noble experience, lixe peing
sorn.”

The second time this svent coccurred In my presence,
the entire staff was working under very stressiul

ccnditions. The patient case lcad was hilgh; thers was an

'0

unusually high number of deaths in a short pericc of
~ime, and emplovyees were gquitting and leaving Icr less
stressiul nursing cccupations. The PCC began the meeting
ov saving, “We need a talx therapy session, and anything
is open for discussion.” She began the process by
cublically stating her feelings abcut the high death rate
and the shortage of nurses and Corporate Headgquarters’
reluctance tc hire more. After her statement, various
individuals seated at the meeting began talking openly
apout how they feel about patients and about NC Hospice
in general. An excerpt from my field notes reads:

We have been strung out making decisions and venting

frustrations. Someone sings, ‘Nobody knows the

137



zrcupbles I’'ve seen.’ This results in laughtsr. The
stress level here 1s awful although the “die off”
_cad has dropped. We esccrt people out c¢i this
life. Within 2 or 3 weeks of coming on hospice

service, the patients go intc the laber of dirth

:j

his nurse uses the metaphor pbirthing process, 2o

v

(]
[

lec

(t

the dying process). The Directcr savs, ‘all
this, high number ¢f deaths, high case load and
fewer nurses, occurs in cycles. I have been here
long enough to see it, and it will happen again.’

The

(W)

iractor continues talking to Che group and
savs: ‘There have been a lcts ¢f changes hers
lately. Like the increased paperwork fcr the aurses
wnich results in increased stress Decause Ifewer

patients visited. However, the patients are still

ity care regardless of all ¢f us being

|

[19]

etcing gqua
edgy. Maintaining high patient care is important
because it shows that all of you who work here care
about our patients.’
When the IDT meeting ends, the staff members leave
the meeting room and return to their offices. The nurses

call patients for appointments, the home health aids
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legve tTc visit rtheir catients,

raturn ToO their work.

Writes that there are three asgects C©f speech or serliss
cf guesticns that need to be asked cconcerning a speech

community (1962, p. 24). These questions are as I¢

what 1s a sceech event? What are ccmponents cr Iactors

0
1)

the speech event? (and) What are the functions 2fI the
sgeech event [(Hymes, 1962, ©.24-32; 1274, ©. Zi1-60)/2
The speech event, as stated by fFetch and Philiipsen,

{1998) 1i1s, “a locally defined context ZIor

speaxing...which has an internal structure which

)

differentiates iz from other events in a community” {(p.

t

265). The IDT meeting is a major event at hospice; it 1is
asscciated with speech and i1dentified py hospice and
their employees as an important occurrence in the medical
and social assessment of patients. It has a definable
internal structure, and it is separated from other speech
events by specific rules and characteristics.

Some aspects of the internal structure are the fact

that there is a specific time and date for the meeting.
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The meeting can rte Trcken up ints various parts: ocpenin

2

o

crayer, bereavement, IDT assessment, and anncuncements.

giv

ere are Jdesignated leaders: the Jdoctor, the Hespice

rector or the PCC. Certain Individuals are assigned o

~

e certain types c¢i informaticn, such as the socizal

wcrker, chaclain, cr the nurse. The message Iorm 1s nct

limited to a specific format.
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verbal, written, Ifcrmal, very Ianfcormel, individuai, Cr

group communication.

The various Zaczors of the speech events provide an

insider’s view of zChe group by shcwing wnhc says what tcC

wncm, thelr level of impcrtance, hcw it is said by Its

language and words, and what the topic is (Hymes, 1362,

c. 25; Salzmann, 1993, p. 198-199). The emphasis is on
the varicus members of the staff sitting around the table
zalking tc each cother abcut their patient’s medical

assessment, treatment, and overall condition.

in

is

The function of these speech events has meaning only
terms of the sociolinguistic environment of which it

part. In this case, it is the sccial and linguistic

environment of NC Hospice. Hymes, {1974) wrote that:

the functions served in speech must be derived

directly from the purposes and needs of human
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with different styles and ways ¢©f speaking.
uxtapcsed to thne IDT meeting, the Wednesday Sta:
meeting, held azfter and separate from the IDT meeting,
enccurages the expressicn ¢ emction fille
statements iike, “Do you have anything you need ToO pitch
about” or, “We need a talk therapy sessicn?” In this
way, acspice community members can deal with the
emoticnal and personal aspect of patient care.

The IDT serves as both a time and place Ior the
weekly group exchange of patient information needed for
health care planning and varicus administrative services.

It has a designated structure which is followed in a
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sceciiic manner using a2 spveciiic language styise. 12T is
an ilmportant part oI NC Hospice pecause ¢f zhe Zfuncticn
iz geriorms as & catalyst Ifor scciclinguistic interactisn

among the NC Hespice cemmunicy.
The next speech event I will lock at is differantz
than the IDT meeting recause 1T 1s nct as structured, the

cours Ln =Triads o
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nurse, and primary care giver. The overall gcal is ncc

The assessment ¢ tThe cratient, cut I 1s 2o Jdc aursing oo

The Second Speech Fvent: The 2Pztient’s Redsid

The seccnd scgeech setting I have selecteaed is what I

—

-
1

call the patient’s pedside environment. I use this term
because most verbal communication coccurring tetween tne
nurse, patient, primary care giver and family usually
occurs within the proximity of the bed to which the
patient 1s fettered (the illness of the patient 1is
advanced preventing most patients Irom leaving their

beds, except for short periods of time). It can also
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include the bedrcom, the living rcom, tChe hcuse and

'y

anywhere else on the patient’s property or glace o
residence. If the patient Is ccnilined tc a nursiag ncme,
this ohase iIncludes the rcom in the nursing home, the
hallway outside of the rcom, and the nurse’s stacion.
Whereas, the IDT provided a2 ccocmmunication
environment that encouraged mutuai exchange ¢
information by many ceoplie ccncerning the patient and the
family, in this setting, the information exchange 1s less

than egual. The hospice nurse is usually the Informezicn

a
fu
o]
o
T
0
D

source for the patient, the primary care give
family. The nurse both seeks information IZIrcm cthe
patient and the crimary care giver and gives informaticn

back to them in a synthesized and useable form. This

usually is in the form of ianstructions and kxnowledge

about the dying process, basic bedside medical care, and
the use of various medications, especially the use of
vain medication.

Patients are visited on a regular basis py hospice
field nurses at their place of residence. According to
one of my nurse informants:

When visiting a patient, you have to remember that

NC Hospice is an intrusion into the lifestyle of the

143




catient, the gatient’s Zamily znd Iriends. The

nurse visit is ZIor chysical reasons, Icr mental

ccntact, amcrticnal suppcerz, 2 Zisiaterested party
chere for the family and Icr emoticna. sSuppcr:.

The Irequency Zf the visicatlicn Is ZJerermined oy the
physical needs, ccndition ¢ the catient and Acw Z.1cse
Zhe zetlient 13 T¢ Jeath. I the gatient 1s ambulatory,
has a busy lifestyle and can get abcut cn his cr her cwn,
fewer nursing visics are regulired. In tThese c-ases, nurse
7isizaticn is scheduled for once every week, once =aver,
TWC weeks Oor as necessary.

When the patient begins ¢ decline physica.ly as the
disease prograesses, the nursing visits increase In
Zreguency and prioricy. Z necessary, aurses visit the
oatient daily. This is especizlly true when the patient
is actively dving i(death is imminent and will propably
occur within 24 hrs.). According t¢c one of my nurse
informancs:

There are twice weekly visits, and cthere are cnce a

week visits and then when needed.

closer to death,

there is continuous care

AS a person gets

in the

last stages of dying...the nurses try to be there

during the active stage ¢f death to serve the
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support for the family, IZrom tThe last day Zo the
Zirst day, to demystiiv death, and To show tThat zhlis

catiencts. ©During the pericd of my research at N.C.
Hdcspice, patients I had contact with resided 2izther In

p— -~

residentcial dwellings. Since the nursing home =ncd the

The Nursing Home

It is Important TO rememper That & nursing hcme 1s =2
medical institution run by medical prorfessicnals. There
are well established schedules and procedures fcor
administering and caring for patients. If a patient is
living in a nursing home, that facility is considered as
the primary care giver for the hospice patient.

When the hospice nurse enters this envircnment, it
is with the knowledge that there are pecple working there
that already know how to take care of critically ill

people. The only thing that NC Hospice and the nurse
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the patient. Any talk that occurs in this se

Q

=

petween the nospice patient and the nhosplce nurse 1s

[¢}]

reflection of the institutioconal environment.

patlient and the nurse occurs in the patient
only pecple present are the patlient, cthe nurse zand the
roommate, if there is one.
nurse a2nd the gatient concerns the giving and getting of

medical information and the giving of comfort Zo the

ertween Them Tends TO e

I(J
O

The tzlk that occurs

jos ]
(ml

atle:
one sided. The nurse usually does mocst of the talxing by
asking guestions and physica:ilwy evaiuating the patient.

When the hospice nurse arrives at the nursing hcme,
zhe nurse usually goes straight tcward the nursing
staticn, checks in with the duty nurse and reads tae
patient’s medical record. The medical record is read
updated information concerning patient medicaticon and
what the doctor and duty nurses say about the condition
of the patient.

If the duty nurse or nursing assistant 1s there at
the nursing station, the hospice nurse may ask him or her

guestions as to the current medical and physical
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- e ~ = s . 3 = - =
~he patient. QCne - my nurse inizrmants

O
1,

- ~3 =3 ~
Sengarcicecn 2

told me tThat nursing home nurses, “give 1gts of

misinfcrmaticn in t£he Ccharts rTecause They ars 3C DuUsvy.
= -~ o - —_ : ! ~ ~bm - - - M T -~ - v -
After reading the gatient’s charz, —he Nospice nurse guts

it away, and then goes t=C visit the gatient 1n his or her
rcem.

T3 . - . . . ~

Patients that are liviag In The nursing acme usua_iy

[
[

nave Jdiseases Cr QLsorders whniZhi render Tohem WlTh

dementia or physically unable tC take care cf themse.ves,

reguiring scme xincd <r assisted cZare. Tpcn enteriag tne
patient’s rcem, the proper greeting 1s saig, “ecod
mcraing <r Zccd afterncen,” (name stated, =ither IZIirst cor

last! foillowed by cor “how are ycu feeling today?” Nurses
identiZy whc they are bv saying their name, that tThey ar2
from NC Hospice and that they are the patient’s hospice

nurse.

y

Whether or not the patient can respond to The nurs

t—
)~

verbally with the appropriate greeting, Or can ildentiIvy

who the nurse is at all, is not important. Hospice

Tne

H,

nurses say that what is impcrtant 1s the saying C
greeting and that gives patients some much needed verpal

stimulation. According to my nurse informant, nursing
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verbal stimulaticn ¢f the catient 1s neglected.

dnen visiting these patlents, The aurse tal:ss
continualilly tc the patient, asking him or her gJuestions
zbcut hcw he or she Zeels znd includes him Ccr her i1n zhe

general conversation. The nurses nhave tcld me zhat cthey

re Ccplserving tne retlent The wnec.e tlme They ars T3.LXind

U

to them. One of twe iniormants, Lynda, a female nurse,

d me that when she attends Tl ner patients, she pavs

-
~-

-

attenticn t£to the littie things. 3She uses thelr eyes as

3

zn assessment. "I can’T gut 1t Inte words what I see,

»

put chev te.l me and give me information about cthe

cn.” Ancther aurse informanc, Cal, a

}_l.

cndic

()

nc'’s

)

ati

'Q

male nurse, told me that, “When I talk to the patient, :
use the ccnversaticn Zc observe the patient and nher

condition chysically and emctionally.” He says that he

: agnostic tocl te let him know what IS

b2

{1

*k as a

3}
-

ses ¢

§

cing on with the patient.

\\Q

Nurses use a variety of cues to identify pain and

(]

its leccaticn. I a patient cannot verbally respond to
guestions, then cues such as rubbing the area of pain,
squirming in a chair or bed and grumpiness in demeancr

can indicate pain and its possible location. Blcod
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examinaticn the nurse 1s gciag o Jdc ¢ The gpatient

cefcore ne cr she dces 1T. When The nurse actually Tegin
to chysically examine the patient, cermission 1s asked
again 3zs i1I informing the patient step DY step cI the

examinatiocn process. During one visic Tc a gatient that
I Cbserved, the hcspice nurse cegan tTalxing T the
patient siowly and calmly, saving the patlisnt’s name zs
ne extended her arm zC pcsizicn the plocd cressure
cuff...He then began tc explain ¢ the patient what he
was Jdoing and asked permission each Time he tcCk her
blocd pressure and listened to her lungs. The
conventions (rules fcr speaking) that nurses emplcy In
speaking with patients with severe dementia (cr similar
disorder) are informed by their training and experience
that while a patient may seem to te in a world c¢f his or
her own, the nurse does not actually know the level of

awareness the patient has and, therefore, should avoid

talking about patients in front of them. In the nurses
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demented gatlients may Ceccme sell aware at anvy

‘ent with ZJementia. This ratisnt nhas Intermizoaenc

moments of consciocus lucidness:

have to say for yourself today... hummmmm?” al
stands by her ped, fills out paperwork, takes ner
pulse on her wrist, looks at her feet and checks Zor
a pulse at her feet. This checks for arterial
circulation, venous circulation and edema swelling
in her feet, Cal tells me. He checks her mouth by

first asking her to open her mouth. He then asks
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ner, “Hcw dces ycur —ummy Zeel? Are ycu hurting

anywherse? Nc! I need zc check on the tube Iin
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JOU....She has a f=sedir
Is your tummy hurting anywhere?” (he probes and
cushes on Itz}. He uses nhls stethcscore £C check her

heart, lungs and stomach. “lLet me rsll y/cur sieevs

Jp... I W&Nnr To see LI ycu nhave any fruises on your

arm” (rolls up sleeve) 1coks and studies Mary as she

Jrens ner mocuth and meoves ner nightgown open at the

-

ocodice with ner fingers and nhand. Zal asks ner,
”"Are ycu O. X.?” He watches ner, and then says,

is

~

AL TRl 4 - - —-——- - P ‘ rr s - -
-'m gCLNg TC ZzKke ycur 2.iCoC gpressurse iMar
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moving both nands ¢n her dlanket now). Zal finishes

a2nd tTaxes her gulse and writes it down. Calvin
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that we are leaving, says, “coodbye” and walks out
Of the rocm.

On the way out ¢f the nursing home, Cal stcps again

at the nurse’s station, pulls the patient’s medical

record, records some notes in, it and then puts it away.

If a nurse is present, they may talk for a few minutes

about the patient, and then he leaves the nursing home.
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After leaving the nursing hcme, he either gces to see

another patient or returns tc the hospice ¢ofiice.

The Private Residence

When nurses visit patients at their home residence,
chis new envircnment creatss Jdiffsrent situaticons and

contexts in which verbal ccmmunication can cccur. When

]

the nurse visits patients wno are coniined in a nursing
home, the primary duty ccnsists of being an advocate Icr
That patient and making sure rthat the nursing home takes

proper care of them. The nurse a.sc cares for the

1y

2

atc

(i
0
1
(@]

vatient’s physical and mental well teing as it

thelr hospice care.

Q

This changes when the nurse visits patients livir
at their hcme rasidence. Most cf che patients I visitced
who were living at home were self aware and mentally
capable ¢f talking and interacting with ancther. They
could get out of bed, walk around, and scme could even
care for themselves.

In this case, the nurse is still an advccate tfor
these patients and cares for their medical needs and
emctional well being. However, now there are other

individuals in the setting who interact with, and care
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for, the patient alcng with the nurse. This creates
additional interactional situations that the nurse musct
address.

All patients living at ncme and receiving hoscice
care are recuired tc have a primary care giver. This

rimary care giver dces not have to be medically trained

'0

r certified in zny way. In meost cases, the individual,

[®]

or individuals, are members of the family (son, Zaughtsr,
7 ®

ative), & Cclose

grandson, granddaughter, or some cther rs

friend of the family, or someone hired for this purpose.

3
n
[

he tyrical arrangement that I cbserved during my Zield

investigation was that the primary care giver was the

f-ae

patient’s spouse.

The home environment &s & sSpeech serting contrasts
markedly with the nursing home. Not only does the nurse
have to interact with individual patient, she or he must
also interact with the primary care giver and quite often
with other members of the family. This home bedside
environment provides different settings in which talk
occurs and provides different individuals with whom to
interact.

There is a wide range of speech events dealing with

death and dying which takes place in the patient’s home
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iistening, counseling, dving, informing and informaticn
seeking. While it is not exactly the case that classes
of speech events within this range c¢f speech events are
defined exclusively by who 1is in attendance and what s

aid, the context is an impertant variaple that

w

being
enters into the overall shape ¢f these speech events.
The relationship between the ccntext and the speech event
was looked at by Sudnow in his 1967 ethnography of death
titled Passing QOn. When investigating the dying
process, Sudnow found that the sccial context of deatn
and dving in a nospital setting determined hcw the
patient was treated and talked about. Sudnow states:
The notion of “dying” apprears to be a distinctly
social one, for its central relevance is provided
for by the fact that it establishes a way orf
attending a person. Physicians and nurses den’t
reat “dying” but diseases and symptoms and

nappenings, yet they seem to have a special way of
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nd caring for perscns once they ccme tc
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These classes of speech events all have a theme,
setting, or event in common. The hospice nurse teaches
patient and care givers abcut death and dying in terms of
the hospice philcsophy. Other clilasses cf speech events
involving the nurse are listening to the care giver and
vpatient, counseling the care giver and family members,
seeking information abcut the gpatient and the home
setting, informing the primary health care giver and or

the patrient’s examinaticn.

[}

family sbcut the resulcs o

al

n
e
@]

ing, where the hospice nurse has

’._4
Q.
<

The last clas

determined that the patient is actively dying  and chat

'Q

death will in the next few days. All of these classes cf
speaking events involve extensive verbal interacticn with
and between the nurse, patient and the primary care giver
and or family.

In many cases, the hospice nurse must act 1in the
role of a teacher. The nurse teaches the patient and
care giver what happens biologically to the human body
during the end-of-life process. Quite often the field
nurse has to instruct the primary care giver on the use

of various types of medical equipment, such as an oxygen
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bresather, & suction machine ¢or zhe hospital bed. 1In
addition, the nurse may alsco have to teach the care giver

orocedures such as

'-t

now tC pericorm scome basic medica
putting 1in and taking out a fFcley catheter, changing
dressings fcor a wound, and how and when to administer the
various pailn medications required by the gatient. The
nurse alsc listens tc and ccunsels the care giver, the
spouse and che family, when necessary.

Patients know in advance the approximate time ¢f the
nurse’s visit because of the phone call made tc them
earlier that morning. The nurse arrives at the residence
and 1s greeted at the door, usuaily by the care giver.
After ¢reetings are exchanged, such as good morning or
good afternoon, the nurse asks the care giver “How 1s
everything going?” or some other request for inrformation.
Initially, the nurse and care giver may stand in the
kitchen or living room and Zalk about the patient or any
problems the care giver might have.

When the nurse greets the patient it is with a “good
morning” or “good afternoon,” followed by the guestion,

“how are you feeling today?” If the patient answers, it

is usually with a statement of how they are feeling such
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tc eat today.”

The patient is usually in & chair sitting up cr in

s
'.J
o
D
L

bed laying down. If the patient requires a hospit
it is usually set up in the living rcom or the den.
Because of its large size, a hospital bed often will not
fit in the btedrcom sc it is usually set up in the living
room cr the den.

I went out with the male nurse, Cal, o visit a
patient in his early 60's, dying ¢f a brain tumor. When

ved at his hcuse, we were greeted by the paid

-

we ar

B

primary care giver, {(not a member c¢f the family) Judy.
She brought us straight into the living room where Mr. H
was sitting in a recliner chair. He said something to us
(in guttural sounds) that Cal cculd not make out. Cal
went over to Mr. H and began examining him, and talking
to him by asking, “How are you tecday? Do you want CO
change your position in the chair?” Cal spent a few
minutes just looking at Mr. H, and then wrote down what
he observed on the required form.

When he finished writing, he took Mr. H’s blood
pressure. As he did it, he told Mr. H what he is doing.

He said, “How is your shoulder? I'm going to take your
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chen listened to Mr.

(B
c

olood pressure using this arm.” Ca

A Bt

H’s heart and stomach and asked, “Is there any place in
chere where it hurts?” Mr. H tried to talk but did not
make any sense. Cal asked him, “Are you O.K.? I'm
trving to figure out what you are saving and how rO

respond to you.” Mr. H respcnded with a ncd of the head

acial expressicns. After the

rh

and possibly a change in
examination, we step away frcm Mr. H and go with Judy to

the kitchen where she wanted ¢ talk with Cal. Cal tolid

me he uses eye contact with Mr. H, so that Mr. H can Xnow
that Cal sees him “as someone who 1s still interactablie
with.”

Mr. H’s bprother arrived and asked Cal about Mr.
condition. Cal told him about his brother’s present
condizicn as related here:

His condition is still terminal, because of the

brain tumcr. His organs are strong, the heart, the

blood pressure, the stomach, 1is all that of a normal
cerson, but the brain tumor is the problem, and it
will kill him. When death occurs, it will be
sudden. We don’t know when. Last night he was

alert, talked clearly and was understandable. Today

this isn’t so. These ups and downs make it
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ficulc to predict anvything. But Che Jowns arse

31

beccming more common than the up periods, and chis

is not a good sign.

Judy saw us to the door, and Cal and I drove back to the

office for lunch. A few davs after this wisic, I heard

before an IDT meeting that Mr. H, was taken off of
hospice service that day. I asked Cal the reascn, and

said,

Mr. H’s pbrother told this Zamily member that I said

Mr. H was going to die sccn. That family member

4idn’ ¢t want tc near the truth pDecause ne was in

denial of Mr. H’s disease and impending death. Cal

went on to say that this fami

-

Mr. H removed from hospice cnce before. Cal said
that he pelieved the family member wanted Mr. H

removed from hospice service this time because he

was frightened by the blunt words Cal used the day

before in describing Mr. H’s condition tec his

brother. Hospice has a stigma associated with 1it,

y member tried to get

that of death. In the family members’ mind, hospice

brings death, and if hospice isn’t there, then the

patient won’t die regardless of the patient’s

physical condition. Denial or not, Cal told me,
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“Mr. H will die scon, crcrably in thne next Z cr 3
days.”
Mr. H in fact died that very evening ci complications

arising from his brain tumor.

Teaching the patient and fhe Iamily how To Speak 3pcucs

dving and how £o view It.

One of the manv functions oI the heospilce nurse 1s o
teach and counsel the pvatient and family abcut death anc

—

zhe dying process (See Apprendix = & T). The ncspice
pniiosophy does not hold death as something o be denlied
Or not spoken openly about (See Appendix G). A great

deal of the teaching and counseling done py the hospice

nurse is directed toward getting the patient and family

(&1

to accept death and to look at death as a natural part ©
zhe living process. Many cf the nurses told me that they
lock at death as a birthing process and consider
hemselves as midwives.

Counseling and teaching patients and their families
apout dying is as much about listening and paying

attention to their behaviors as it is talking directly to

them. I went with one of the nurses, Lynda, and a
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student nurse assigned ¢ ner py the name ¢ Susan. Wde
went to visit an elderly man in his 80's, dying of
melancma cancer that has metastasized into his liver. OCn
the way to the house of Mr. J, Lynda gave me some
oackground on the patient. She teold me that when she
visits him and his wife, she does not do much medical
wCrk put works with them emoticnally and psychcoclcogically.
Mr. J’'s wife is very afraid of her husband dving and is

withholding his pain medicaticn because of it. She tells

me:

e

‘er refusal o give her nhusband his pain medication
is a symptom of her Mrs J’'s denial that her husband
of 6% vyears has terminal cancer and is in pain. The
women still will not even mention the word,

‘cancer.’ When I tcld ner that the cancer will move

from where it is, she changed the subject

’_‘

immediately. I told her that the pain will increase
over time, and the pain medication will be necessary
to keep him comfortable. I try to get the patient
to accept what they have by being able to face the

£

reality of their disease. They will die anyway 1if

they really accept it or not.
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crmed the sccial worker whc

s )
bt

=0

_ynda tcld me that she

.

5

will ccunsel Mrs. J and try T get her Lo accert her
husband’s disease and death.

When we arrived at the house, Mrs. J greerted u1s At
the door and was extremely nervous and talxative. She

said that Mr. J was having ctrcuble urinating and requires

(€

assistance. Lynda went into Mr. J's pedrcom and put in a2

Folev Catheter. Susan and I stayed in the living rccm,

talked and listened to Mrs. J. When Lynda came cut ©of

the bedrcom, she talked to Mrs. J and taucht her abocut

Cy

s Mrs.

'_J

ciclcgical preocess ¢f dving. Lynde tel

1
3
(]

¢}

that, “there was a lot of stuff in it,” referring tc
article she gave Mrs. J titled, “As death dJdraws near,”
(Appendix F). It tells and describes the physical
changes the pody goes through as death cccurs. As Lynda
talked, Mrs. J listened some, but mostly she xept
interrupting Lynda and talked about Mr. J, his urination
problem and her adult children.

Lynda went back into the bedroom and checked on Mr.
J. When she returned, she talked to Mrs. J and showed
her how to care for Mr. J with a Foley Catheter

installed, as well as how to use the bed pan and the

hospital bed. We said “goodbye” and left. On the way to
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the car, Susan asked Lynde 1 Mr. J is actively dving.

She responded, “He will die when he wants £c; he will

~s

ush it co the limic...he could last fgor a month. This

'Q

is due to his wife and his concern for her.”
In the patlient-nurse inateraction, listening as well

as talking plays an important part in the understanding

t

C

(a1

this setting. Varicus stvles cf zalx are used by Cal

(

and Lynda in both situations to understand the needs oI

or the nurses, there are general rules

1
o1
)]
'O
v
1
fJ
(D
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8l
Ty

used in speaking which enapble them to diagnose and

svaluate ratients even i1Z the patients are unable ¢

‘G

verbally communicate. 1In these speech settings, thers s
mcre gecing on than the use of abstract 1solated sentences
and phrases. In these scociolinguistic interactions, <the

varticipants, and the rules used to govern thelir

}ae
>
»

speaking, are illustrated as being important aspects

the nurse, patient-family reliaticnship.

nclusion

This chapter is an ethnography of communication and

t-

is concerned with describing communication behavior in
the context of the society in which it is part. In the

two situations examined, the IDT meeting and the
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vatient’s bedside envircnment, different siczuations Zor
verbal communication are discussed. Bcth these two
speech settings involve verbal interacticn cetween the
speakers, the nurse and or NC Hospice sta:
and the primary care ¢giver. These verbal interactions
idencified as speech events, are lccaily Jdefined znd have
structure that delineates them from cther speaking svents
in the ccmmunicy {Phllipsen, 1294).

The speech event of the IDT meeting tends tc pe

in ics internal stcructure pecause 1t 1s guided by

I
p—

forma
convention and a wricten format. IDT meetings in my

ways nelcd c¢cn the same day ¢ z—he week,

'mn

experience are a
at the same time, and in the same place. The reason Zor
the weekly meetings is usually the same: tc provide
accurate, concise exchange of medical informaticn of a
patient tetween various different members ci the NC
Hospice health care team.

The speech event ¢f the Patient’s Bedside
Environment is different than that of the IDT meeting, in
that it takes place at the patient’s cvlace cf residence
and tends to be more informal in structure because it is
guided by the ad hoc needs of the patient, primary care

giver and of the situation. The purpose of the patient’s
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ncme visitcetion is for hands cn physical patient

palliative care. However, in the words of one <t my

-y
4]

’-J

nurse infcrmants, “I do very little ophysical nursing when

[¢8)
o}
[}

I visit patients at home. Mostly what I do is teach
ccunsel them.” The teaching the nurses do Jduring these
nome visitations are directed tewards instructing the

~

catient and the familv hew tC speax about dying and how

to view it.
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CHAPTER 6

Summary and Conclusions of the Research

[and T o=~ 3 y o~ =7 - PR - Ry - - ~a T ~ B
This empirical study into human wverba.! ccmmunicatlicn
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is intended cnly as a
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inguistic Zuncticon ¢f speech as 1T arc.iss T2 NC
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Hcsrice. In addicicn, this research, a particicant-

observaticon based case stucdy, atcempts cc discover

What this study does do, is tc use the contextua.
description of ethnographic data and extract a cultural
and sociclinguistic meaning. IZ is in this way that
took a descripticon of everyday l1ife at NC Hospice and
showed how the talk used by its members helped iIn
organizing their socioclinguistic environment.

The initial description or ethnography, as described
in chapter 4, gives a general explanation of the sccial
and cultural contexts particular to those members of NC
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Heospice. It 1s this Initial ZJescripticon ~he ccmmunic
which prcocvides the background necessary Zurther
investigate how members within tThat communicy communicscs
with each cther. This scciclliaguistic rigticn, <r

ethnography of speaking,

sizuations and speech avents.

—. Hcw Jdces verpal and acnveroal

is ccncerned with

. How is the tcerminally i1l

)}
[
y
n
(]
n
fis
o}
€1

communicaticn
and crimary
and thelr

patient

ing prccess Jdiscussed among the varicus

3. What are some cf che settings used 1in

calking abcut death and dying?

Patient, nurse, and primary care giver ilnteracticns

were observed during nurse visitations and were

either on audio tape or in a notebcok.

were conducted with the social worker,

chaplain,

recorded

Interviews that

oprogram

director, patient care co-ordinator, volunteer co-
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in different settings. Nct cnly was the setting
important ¢ communicaticn, dut SC was the

the talk. Nurses tended TC =Zalx 0o and apcout zhelir

-h LT e

For the overzll hospice starfi, talk is a2 valued

commcdity because 1t provides information necessary Icr
The ratient tc remain relatively pain Ifree and c<c
vparticipate in cricical decisicons abcut his or ner
terminal illiness. According to Philipsen, “the place c¢f

speech in communication and sccial life is the discovery
of where and when speech is used, and for what ends it is

sanctioned” (1975, p. 22).
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assess the cverall needs ¢ The ratient. The verbal

PR - T oA~ A 3 ~ Ty - - -~
teraction that takes place relates directly ZC The care

[
o

rascription that patients will raceive. Therse ars ©wc

form of reading gquestions and answers cocncerniag che

patiencs’ ophysical, emcticnel and sccial well being, Ircm

a2 standard form that has alreadyv have been I:illed cut.
The language and wcrding used 1s wvery precise, and ic
consists of medical and psychc—-socizal ferminclicgy. The

style s stancardized wnich allicws little roem Ior

misunderstanding or ambiguizy which In turn means

accurate mecdical and psvchc-sccilal assessment, <hus
better patient care. Responses tc these guestions

normally came frcm the doctor cor the nurses, social
worker or the chaplain.

The informal speaking style used during the IDT
takes the form of unsolicited guestions, answers,
comments, Or suggestions. Anyone attending the meeting
could participate in this informal informaticn gathering
by telling what they know about the situation.
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designed sc¢ that professicnally Trzined hcspice sta

interact and underscand =ach cther ©n The same lavel

R

infocrmal stwvle ¢f ccocmmunicaticn 2naplas hese cerscnnel

t

5

wnhc have xncwledge about the za
Thevy kncow, using a2 ccmmunicaticn stvis they Isel

izh. The enc ccncern is tetzer catient

2

comriortable
assessment resultiag 1n better cgatisnt care.

The second setting, the ratlient’s redside

S

2

environment, 1S 2onnec:te

ncd exchange strategy. The nurse taixs o the
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catient seeking information Ircm him or her abcut
physical status, and the patient responds verbally 12
pchysically able. 1If the care giver is present, nhe Or she
answers questions and provides information tc the nurse
either when asked or volunteers 1it.

This setting, the patient’s bedside environment can

be further divided into two separate settings. The
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nursing hcme envircnment, and the ratlent’s residential

acme. Zach of cThese setzZings nave thelr own

nurse dces cthe talxing, and

This 1s rcecause mosSt ncspice ratients that reside in

nursing homes nhave medical ccnditicns that render them

t

with severe dementla and unacie ¢ respcnd To Zsutside

stimull. In tThese situaticans, the nurse ccnstant.y Ta&LKS
o the patient asking guesticns and Iniorming the patlent
of what the nurse 1s dclng o them as the nurse
ohysically examines them. II the gatient respcnds

verpallv at all, it 1s usually not understandable

At the home residence, the style 0f Zalik used
petween the patient, nurse and the care giver is an
interactive style. This allcws for questions, answers
and feedback. The nurse still guestions and talks tc the
patient as he or she is physically examining him or her.

However, the nurse must now alsc deal with the care giver

and any family members that are in the house.
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Wdhen zzalking te the care giver, =—he nurse uses
various verbal styles depending on the Zype oL
information that he or she 1s Irying ©o provide them cCr

sclicic Zrom them. Quite often the primary care glver 1s

family are present and the assessment 0f The patient ls

act gocd, chen the nurse might have TO aCt as a ZJounselcr

»

and teacher tc the Iamily.

In summaryv, the nurse uses lifferent speaking styles
derending on the situations Zfaced, these situations ars
embedded in the ccnrtest of the serzing. The
communication used by hospice nurses 1n tThese spesech
avents are rule-governed: They have a pattern and are

systematic in the sociclinguistic fiber of the event.

There began to emerge IZrom my research data of NC

Hospice, the beginnings cf a “code,” or a way of

'~

behavior, used by the nurses and other hospice staf

It is a code that pertains to the individual, the

’_J
~
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scciety, and to the tTalk used (Duranti, 1988; Prnilipsen,
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1972, 1975, 1%90; Hyme
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phy oI speaking, there
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In the study of ethnog
exists a relationship between communication prac
zhe culcture in wnich it is oracticed {Carbaucgh, 199:%,
1390: Philipsen, 1292;. The code specifies patterns ¢
meaning and understanding <f wverbal communicaticn as L
is spoken by the scciclinguistic community (Carkteug
1290Y. In looking at the relationship petween language
and culcture, Duranti, in a 1988 article stated

“language use must De interpreted as the use < the

-4

linguistic code(s) in the ccnduct 0f social life. It is

Tthrough the understanding c¢f sociocultural code use tThat

researchers can begin to see how a social system can be

related 0 a way orf spezking (Carbaugh, 1990; Duranti,
1993).

At NC Hospice, the code is embedded in the talk and
acts as an organizing set of rules for this

scciolinguistic setting (Hymes, 19274; Philipsen, 1990).
New nurse employees at NC Hospice learn appropriate
hospice behavior through required new employee
orientation, on-the-job training and work place

socialization. What these new hospice nurses learn is to

173



4

ry

Zerent stvle orf medicine when treating tTarminagl
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do
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patients. The goal of traditiconai modern medicine is ¢
cure the patient by aggressively treating the Jisease zny
way pessible (Stcddard, 1991). However, Zhe aim c:I

O treat zZhe svmptoms CI the disease oV

ct

hcspice Is

addressing cthe patient’s gain’s or discemicors In any way

ccssiclie {(Smitch, 12§

The Zield nurses . interviswed Tcid me that tThev

came o werk for hospice, because They wantad o have

mcre say abcut the medical ZJecisions of their patlents
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and they wanted T nurse an

ul

that wWas nct open tc them in thelr previous employment

1]

(usually a local hespital}. They also were attracted oy
the tenets of the hospice cohilosophy in caring fcr the
caring of terminally i1l patients.

This philosophy ¢r ccde of behavior that is part of
the hospice culture is learned by the nurses and staff,
then instilled in patients, in the patient’s family and
the patient’s primary care giver through contact by the

NC Hospice staff. The foundation of this code seems tO
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pe ildentiflied
Crganization,

dissertcatrion.

—

our aim

with the Philcsochy ¢f the Naticnal Hespice
as stated in the first chapter cf zhis

Scme Key _/xCerpts are:

that patients] can live as fully and "

occssible. .. [We ccpe with! Jdying 3s & normel prccess

[providing] personalized services and caring

ccmmunicy. (The Basics, 1285

This chilosophy provides a ZIrame Zor speciiic
language use, and gives meaning ¢ ncw that language Is

used in the daily Zhe

Xncwladge

NC Hespice communizy.

Cocce 1is learned Dy mCStT

catients, their families and care givers, crimarily
through contact and sccializaticn with the hospice Iielid
nurse and hospice staff. Patients and their family ars

initially introcuced to the cocde at the

when the following topics are

esuscitcate order), a living will,

(2]

testament if they do not already have one,

discussed

last

intake interview

making funeral arraignments and how to apply for

Medicare payments to cover the cost of hospice.
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Juriag field nurse visitcaticn, zThe ccde 1s

vpatient’s Jisease and Icor death and dying are nc:o used
when tarxing T2 the catisnt, care Jiver or IZamily.
Instead, words and thrases whnich directly address the

enviable, death is a part 2f 1ife, and this disease will
¥ill, are used as zpprerriats v The NCsSpice nurse wnhen
Talxing TC the patient, thelr carse giver and Zamily. 1o
is in this way that the code ¢ NC Hespice, talxinag abcut

The emphasis c¢f the Naticnal Hespice Crganizaticn
ohiloscophical statement 1s on the patient and the

ent’s 1ife. This is aisC what

-+

]

acrmalization of the pat

my research has shown. That the nurses and staff use
differing communication styles to achieve quality care

+ o

for their patient and t¢o normalize his or her lifse.

However, at this point in my research I do not want

to state that there definitely is a code, just that there
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are strcng indiceaticns chat there mey ce cone. The Jata -

nave collected certainly seems ¢ Lndicate strongly that

zhere cculd be one emerging cut oI this sccial setting.
This would certainly Indicate the need ZIcr Iurther

rasearch in this dirsction in zhe future.

Recommendaticns fcr

Jeath and Jdying is cerzainly act the most uclifting

subject tTc study. Our western scclety is crientated

zcward the Zuture, and liviang liZe to the Zullest. 1D is
nct focused on dying and tThe end cf life. Wnhile research
cn death and dying is nct uplliiting, 1t cerzainly is

14/}
[
O
L
)]
0O
(1
1
D]
Q)
3
1
s |
)
1=
A

Mankind has been intrigued with thls
ceginning. IZ we igncre iz, it will nct gc aw

Yet, fcr all the interest we have in the subiect of
death, there 1s limited research cn it ocutside the Zields
cf religion, philcsophy, medicine, and thanatclogy.

These fields have studied the subject Irom the physical,

1, religious and philoscophical point of view.

O
W]

ogi

’_A

bic
None have viewed it from the perspective of how
individuals actually talk about death and dying. The

words that are used, the physical expressions, the
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contexts and sirtuaticons That CCCur IfIor the recelver and

~“he sender.

JUSt Degun TC cpen the Jdccr Icr Dne

<
WY
U
)}

This study
understanding < this phencmencn. There zars several
oossiple dirscticns I would reccmmend Ifcr future

irst, I weould repezt this sctudy Ior 2 Longer

study Ctnher speech events occurring ia the hcscice

-

scciolinguistic envircnment. Third, ethnograchically
study an Instizuticnal ncspice wnhere gatisncs chysically

o)
O
9]
0
.J.
(2
[t

g0 TO reside and contrast it with a communlicy

where ncme service is preovided. The Igcurth Jdirection

scclety Lcses centact with the reality of death. As L
is now, mcre people die in nursing homes and hospitals

than at hcme. Culturally we do not experience ncr do we

iY

want to experience dying and death. In American cultur
we i1sclate ocurselves from death and the dying experience.
We just see the results of death, usually cn television

or in a funeral home.




This study on tThe communicaticn of death and ctners
iivxe it will beccme more signiZicant as the largest
percentage c¢f che ocpulation, “the baby dccmer

S to sxperience deartn

o

o

generation” peccmes clder and begir
for themselves. The issues c¢f death and dying are vizal

to all beceause it affsacts us all. I want Tz end zhis

that we are part of nature and, therefore, must

(Cited in Rardis, 1981, o©. 34;

[\}]
@]
0O
(D
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t
O
[
[
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n
t
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ENDNOTES

are used here Cr

cther people ccnnected wizh zhis

‘0

Sudncw 1ses “dying” tTC reiszr TC & SCcClaél 3tatus
allows the hospiczal statfi g zct 1n Zerzaln ways
resulcing in a2 garticular ¥ind CIL Treatment tiwa
the dviang ratient. Relsr 2o Sudneow’s 2assing On
charrter 4 Izr a2n in Jdepth Zdescriprticn oI The way
vhich the dying zre traated.

Organizaticn, ccregcraticns, Cor pusinesses can 2l
identiiied oy the Stats Tax Commissicn as naving
eizher, ncn-proiit ¢r Ior grciic status.

-

-0 endncte 3.

'alle)
-

Stepnenson (128

K=
O
O
(@]
5

cding

v

with the stark rea

'_

ity

social context in which iz

As outlinecd in Appendix H.
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o identify individual cat:i
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APPENDIX A

Hospice Philosophy®

Hospice is a special ministry of care and love which

affirms the closing ¢f cne’s life with dignity and
integrity. In the face of terminal illness, when there
is nothing more that can re dcne to cure the disease,
there is still much that can and needs to be done for the
patient and family according to the hospice pniilosophy.
Hospice is a specialized health care program emphasizing
zhe management ¢f pain and other symptoms associated the
terminal illness and providing care for the family as
well as the patient. Hospice services are designed
especially to help terminally ill patients and families
face the physical, emotional, social, financial, zand
spiritual aspects of their lives, and the patient’s
death, together in an atmosphere of support and
acceptance. The patient is helped to take care of
unfinished business, and to bring life to a close with a
sense of completion. He/she is helped to “return to

life.” Hospice recognizes dying as a normal process and
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neither nhastens ncr postpcnes Jeath.

Hospice care is available to all persons without

abilicy tc vay. Through cthe use of a nhighly Trained tazm

- - -~ 3 3 - - - VS erm o~ - 4 - < - ‘ o -~
meaningiuL C.CSe ¢ Thnelr _lwves, and Thelrl Loved Jnes are

suppecrted in the grief process as they adjust o their

Tc This end, the hcspice bring 1ts love znd care.

6. Copied from HC Hospice employee handbook, dated 1995.

199



APPENDIX B

History of Hospice
In lccking at the histcry ¢f hospice, we need IZ1rsct

T0 lcck at zancient Greece around 400 B.C. A zZown named

Epidaurus was known Ior its medical ZaciliIzlies and
patlent care system resembling & aclistic apprcach tc

medicine {Stoddard, 1991). This was a gplace 2L healing

using medical nherbs, exercise, mud baths, and theater.
The chvsicians used tTreatments sSuch as hwypnctherapyv
penavior mcdificaticn, and interpretive dream therapy.
The patientcs being healed were the rich and ocowerZul cI
the dav. This Zacility was Icr the treatment oL sick
perscns and neot for the dying. Terminally 111 pa
were turned away (Stoddard, 19°1).

The next patient care system comes Irom Rcme arcund

00 2.C. The system was designed to care Lor three

)

aluable population grcups of the Rcman Empire: soldiers

<

(needed for ccnquest), gladiatcrs used fcr
entertainment), and slaves {expensive and needed in
pbuilding the empire) (Siebold, 1992 & Stcddard, 1991).
This system called valetudinaria, consisted of a group of

wooded barracks set in a square with doctors and
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atcendants taking care of zhelr vatient. In these
facilicies, patients had nc concrol cver their care or
treatment. They were treatad and released o return =2

zheir Jduties as soon as gossiple (Stoddard, 19913,

duty. Thelr motivation £¢ Ireatf The Sick was ncIi 2ns
for altruistic reascns, otut they gellieved that Dv helping
others, their own scul would De saved. In 3zZE A.D. ac
the ccuncil ¢f Nicea, church Jdoctirine was establilished <O

1 < - ~< - - =} - - ‘ -
pice in every C1Cy wiih a CZathedra_l.

orovide a ho

W

0
3

Mcslems alsc puilt hespices throughout zhe Islamic

3 b

Their medical treatment was obtained frcm

oy

£

1
- .

E

Int

c .
ancient Greek scurce documents. The Moslems, in addizion
Zo maintaining Greek medica. “nowledge and Llterature,
advanced medical wisdem by introducing scientific
principals of medicine tc Western culture Jduring Ihe

Renaissance pericd (Siebold, 1992, p.l6).

—{

It was after the fall of the Roman Empire in 395
A.D. that the Middle Ages, or Dark Ages began. Most
people associate this period with cultural stagnation.
In reality this was a pericd in which hospice flourished

and spread throughout Europe. By the time the Crusades
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Timated
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pcegan in the llth century, there were 2

ncspices locatsed in cities, wiiderness area, mcnastic

hermitages, mcuntain gasses and river crcssings. Thevw
Fere vlaces of welcome TC weary travelers, crusaders zand
pilgrims on their way tco religicus holv shrines. These

wcemen in labor and the sick and dving. The zurccse oI
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These hcspices was Lc or

fellowship, and love but nct necessarily T0 Zure I1.3n1ess

&

tcddard 12915,

N
(95}

{Siepcid, 199

3 - T - ~ -y - -~ s = S oNv e
Puring the 1lth century, an organized system oL

Crder of St. Jchn ¢ Jerusalem established cn the isiand
of Rhodes and Malta a large nhcospice Zcr zthe care 2f the
sick and wounded pilgrims ccming frcm and to the Crusaces
{Siebold, 1892 & Stocddard, 1991). These hospices wers
not cnly for the care of men; the Saint Mary Magdalene
Hospice was established for the care of women (Siebold,
1992).

An example of the care and comfort given at hospices

to travelers, the sick and dying across Europe and the




Holy

the,

Lands was characterized by Stoddard 1n Jdescribing

"famcus hospice-nhospital

n the great hall here, ‘Cur Lords the Sick’ were

received. They were gently washed and carried =cC

3

[¢7]
0

their beds, each wizth its own curtain arcund i
there they were served Ty the noble knigncs

themselves, who brougnht them...ncne but the bes:t

L

most delicate c¢f fcods and drinks...The wisest of
physicians wvisited them daily, <iagnosing znd

s 9 - . - = -
ills...the directcr ¢©f che

0
tt
(@]
ry
cr
jo
4]
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orescripin
hospital himself was crdersd twice =ach Jay ¢ spezsx
20 each and everwyv ratient, giviag comicrt and

encouragement...at the

=
Al
[\Y]
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o
fu
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D
n

the first time, catients with inc
were separated Irom all others.’ And where were

they put? In a group ©f eleven small rocms

D

clustered around the second-story balcony, which

were also reserved for pilgrims and travelers...The
little rooms are gquiet and airy, golden-hued.
{(Stoddard 1991, p. 34-35)

The medical treatment provided at hospices up

through the Crusades was provided by priests, nuns and

religious care givers. These care givers did what they
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could using the medical kncwledge of the day. This

medical knowledge was primarily based on contempcrary

clague, leprosy, smallpox and cther Ziseases wers
sweeping Eurcpe and the Mediterrzanean Jduring the Zth

Iy
ty
()
2|

—“hrcugh the 13th century. These =pidemics xilled
cne-third to one-fcurth c¢f the ocpulation of Europe

\

{Stoddard, 1991).

The church ¢f the middle zges, 1n spite 1trs thelr
gcod intentions tc build hespices, was actually
responsible Icr hcelding tack scientific orcgress in

medicine. The teaching of the church regarding medical
cractices were tased in the pelief ¢ helping others,

doing good words and saving sculs !(Siepcld, 1992:. Its
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Zpproach was more metapnysica
in 1163, a church edict was issued which, "forbade any
surgery that caused pblood to be shed. The bedy was the
sacred repository of the soul, and any surgery was a
desecration" (Broncwski, 1973 as cited by Siebcld, 1992,

p. 17).
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The Renaissance pericd 1300-1600 A.D. was an age ¢t

renewed learning, limited scientific and rebirth ¢

and literaturse. It was alsc during this time 1228 that
denry VIII shut deown the mconasteries, confliscated thelr

crevisicon made te care IZIcor these sick and dving
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statute declaring that :zhe pccer and sick wers TC De

whipced, teaten chained and pranded {Stcddard, 13991 o©.36,

~J
()]
{

j. It was during zhis time that the hospice ci the

tc God, to that of peing a degenerate and a ocutZast ©

scciety (Siebcld, 1992 & Stoddard,

'~l
0
\O

-
Pt
P —

—

t was during the Religicus Reformation that medical
care shifted from the dcminance of the church tc that of
secular scientists. Scientific investigaticn,
experimental study and discovery were encouraged and
flourished. While diseases continued tc remain

incurable, contemporary scientists studied human

N
o
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p

onysiclicqgy, establish thecries and looked at diseases

terms of physiclcgical and patheclcgical construc

Tndustcrializaticn and the Iadustrial Revcluticn

n

played a part in che resurgence of hcespizael and health

18]

'o

care Ior the masses. ecpie migrating IZIrcm rura: areas

ct

were ccoming Iato the citles ICr emplilcyment &t Lhe

N

actcries. Thevy scon pecame 111 with zvycheid,

Iy

tuberculcsis and other diseases asscciated wizh crowded

cities and unsanicary cenditicons. These ceorle were away

'y

n

frem chelr Zamilies znd tZhe support these Zamilie

crevided f£or Them when they were sick. Since the

I'h

extended Zamily wasn't availlable o0 taxe care oI them,

they turned o the existing hospitals for nelp. The

purvcse oI these hospitals was to heal the individual and

Pecple with contagious diseases, or was dying cr,
orphaned were housed separately in almshcuses and
workhouses usually under the most miserable of
conditions. These instituticns were limited in number,
usually overcrowded and had very limited services. ften
people were just as likely to end up on their own in the

street. Charles Dickens wrote about and described the
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Cuakers cr the Cathclic crders ¢f Augustinians,

n 160C, St. Jincen:z

r

Bennecdictines and the Franciscans.

a fcrmer slave and French pgriest established the

'4_4

de Pzau

nc

3}

Paughters of Charity who started hospices in EZurcpe
America. In the 1700's, a similar movement was
established in Prussia by Baron Von Stein (Stoddard,

1991).



I7 was Sister Mary Aikennead a member orf the Irish
Sisters c¢f Charizv and co-worker cf Florence Nightingale

whe was Zamiliar with St. Vincent ZJe Paul nhcspices in

France. She revitaliced the hcspice concept Dy

Sister Mary Aikennead's view CI hcespice spread znd _ead
tc the estaclishment ¢f hcspices in England,
Austra.ia, and the United States.

In 1206, the Encglish Sisters c¢i Charicy ZIcunded 3St.

Joseph's hospice iIn Zngland. It was In this hespice in

29246

-

1

- ™
hat Cr

. Saunders the fcuncder ¢IL the ccontemporary

csiticn as medicel officer

hosrice movement f£irst tcck &

'O

{Siebcld, 1992).

Hospice in America
American in the 1600, 1700 and 1300's develcped
socially ancd medically much along the same line as
Europe. There were workhouses and almshcuses, and In
many towns, they were usually the only medical care
available. Hospice organizations were created in the

late 19th century primarily for cancer patients who were
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cr almshouses

~hese workhcuse

unwelccome cr neglected in
{(Siepbold, 1992). Earlv hospices were viewed o
by the public and were commen .y called, "Death Hcuses."
These American hospices develcped Decause ZCntLempcrars
hcspitals were unable or unwilling t©C Care ICr cerminaily
111 patients. Likxe zhe Eurorean -—radicicn cI hosplce,
American hosrice facilities folicwed the Tradition ot
peing created py groups ci relligicus ccnscicus
individuals (Siebold, 1992).
In the late 1890's, The Dcminican Sisters 2%
dawthcrne, established by Nathanie> Hawthcecrne's dJdaughter
Rose Hawthcrne, fZcunded Saint Rese's Hescice In lcwer
Manhattan. It was tased cn the = ean mccel ¢ an
inpatient facilicy Ifor treating cterminally 111 gatisnts.
The Dcminican Sisters of Hawthcrne went c¢n o zulld sSix
other hespice's in New York, Cenver, Philadelpnia, and
St. Paul. These facilities emphasized paliliative care
and spiritual comfort curing the patient’s remaining Zavs
of life.
The help these first American hospices previded is
similar in focus to the hosp chiloscrhy fostered over
50 years later in the 1970's. Both wanted to provide
ents in providing an

help for terminally ill cancer pa
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glternative methed ¢f care. A gcint wnere zZhe cld and

new hospice philoscphy differed is con Involvement cI <hs
familv. The contempcrary hcsgice gesicticn iaciuded the

rt

family as part c¢i the total care packace. The Dcminican

1)
€.

Sisters of Hawthorne limited ZIazmily Invclvement an

visitaticn tecause they belleved that the Zzamily had

£ & ™ } 13 atwr - A~ - - -3 - =
suffered encuch. They belisved that cnce z gatlient was
admicted to their hespice, the cars ¢f the catisnt shculd
v 5 ~ ey -7 7. - ! I3 =~ ™y w7 e < Py = -
te given cver tctally tc the Sisters. They wculd Zo what

wculd te best Zor the cpatient and the Zamily.

hesvitals and nursing hemes. Professicnal znd lay-hea.:In

care prcviders observed that hespitals and nursing hcmes

Wass (1979), terminally 111 patients were orten
"transferred back and forth between the hospital and the
nursing home because 'this patient doesn't belcng here'".
The reality was that neither instituticn had the time,
space, or training tc deal specifically with terminally

i1l patients.




in the 30's and 60's
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oegan t< speak cut against the treatment and the neglect

dehumanized or ignored the Jdying gerscn. They Zzct!

wanted reifcrm and wanted tC change the way terminally

illness was addressed by the medical communicy.




[DT PATIENT REVIEW SCHEDULE

Appendix C

[DT Meetng for the week of 07,26:95-08/0295

07/26/95
| MR#  BATIENT NAME iDX & PHY |FREQ |DUEDATE ! COMMENT
| i i
25076M OSMAN Prosaate CA | q2 07/26/95 | :
0772195 05724714 (81) Dr. ! ,
ccC l |
26075M i HELEN Lung & a2 08/0295 Debie
0771895 020823 (72) Colon CA
Norman Dr. .
25074M DELPHIS Lung CA q2 08/0295 Teri &
0I4R5 100795  (80) Dr.
Lexington
| | !
19073 | HUGH A plastic a2 08/0295 ! Teni A. ;
07/13/95 120500 (94) anemia ! !
Washington Dr. i ;
t i !
2071 ! CARL Sm Cell Cea. [ a2 07726195 Lvan C.
07/10/95 10317709 (86) Lymphoma Died 08/02.95 ! ;
Washington Dr.. ; :
i | |
25069M ,JETTIE Metaszatic a2 08,0295 Cavin i
070395 060913 (82) intrabdominal !
Norman Ca i
Dr. . 1
|
250681 . . HOBERT Gleoblastoma | q2 07/26/95 Caivin/PC
062795 101731 (63) Dr.
Purcel
]
2S065M . .GENE Lusg CA a2 07726095 Teresa
06/16/95 0611711 (84) Dr. Died 07/2395
Norman
25064 [ l WYNOMA ES Dementa |q2 07/26/95 Lyna C
06/13/95 oU15/5  (33) Dr.
Norman
25059M i ., ANNA CHF a2 08/0295 Lyna C.
060595 0421711 (84) Dr.. Mary R
Norman




Appendix D

- T PAGE ! OF

INTERDISCIPLINARY TEAM PLAN OF CARE

L lmal oeview
Z Upcate

[PATIENT: ' 1. FREQUENCY OF 2. DIACNOSIS
lh’.R d: 1 REVIEW Dates of mvww

! .

:P.C.G.' ;

DATE: |

: 3. VITAL SIGNS | 5. MEDICATIONS:
\B/P: ;

“PULSE: ;
'RESP.: :

'4. SUPPLIES & EQUIPMENT:

| |

_
! PROBLEMS : INTERVENTIONS

6. PAIN SCALE:1 2 3 4 5 5= WORST

Z Moniltor levels of pain and document.

_ ZTitrate medication and dosage PRN according to MD instructions.
Zlnstruct pt/family on route. dosage. and medication side effects,
—Monitor effectiveness of roedication and intervenuons.

GOALS

. Other:

Patient |l express reiief of pain on seventy
ievel snthin 48 hours, and control wathin 2

‘weeks.
7. NUTRITION / HYDRATION Z Instruct pt/family on:
Sczie: 123 45 Z High protein. High CHO dietary suppiement.
Z Benefits of small frequent feedings.
GOALS 7 Diet and any restrictions and how t0 feed patient.

! : . Other:
: Patieat =1l achieve optimal nutritional

; status according o Lizuts of disease
. process.

'8. NAUSEA & VOMITING
.Scale: 12345

—Monitor frequency and causative factors.

Z Medicale as ordered and evaluate effectiveness.

ZInstruct patient/family on dietary and medication regune.
_Other:

GOALS
Patient il express decrease of nausea and |
vomiting within 48 hours. '
9, RESPIRATORY COMPROMISE . Assess respiratory rate, pattern, secretions and lung sounds.
{Scale: 12345 i Z Observe for respiratory distress/congestion.
- Z Elevale head of bed.
: Z Medicale as ordered.
7 02 as ordered and instruct pt/family in O2 use and safety measures.
L/min Z Conlinuous via

i
'
|
i
)
'
1
i
H
I

!
1
|
|

:

.GOALS Z Instruct on relaxation/energy conservation lechniques.
‘Patent will be free of respiratory distress - Other:
-and tnfection. .
10. ALTERATION IN BOWEL - Z Check for impaction, disimpact PRN.
PATTERN Scale:12345 - 2 Medicate/treat as ordered and evaluate.

:Z Instruct pt/family in effective buwel regimen /ostomy care.

: 2 Instruct on diet. medicatious. treatments and care needed to
H i mainlain regular elimination.

| GOALS . Other:

i Patient will have BM at least every 2-3 days.

]




INTERDISCIPLINARY TEAM PLAN

PT. NAME

OF CARE
DATE:

PAGE 2 0F 3

PROBLEMS

INTERVENTIONS

11. ALTERATION IN BLADDER
ELIMINATION PROCESS
Scale: 1 2345

COALs
Pattent will maintain adequalte urine

.output within disease output limitations.

Assess patlerns. amount. and frquency of urination.
= Keep skin clean and dry.
Z Condarn cath PRN and foley care
Z Instruct pt/family in:

i Peri care

ZHow to irrigate foley
i ZHow to empty foley bag
1 ZKeep skin dry.

10}

12. IMPAIRED PHYSICAL
MOBILITY Scale: 12 345

' GOALS
" Patient will matntain optimum leve} of
- fuactioning.

—

i_.- Assess patients present and potential level of functioning.
! Iastruction to be given to pt/family:
- ROM and Light exercises
Z Good body mechanics
 Transferring
T Assisting w/ ambulation therapy
Z Iastruct caregiver in safety measures pertinent to patient to include:

i
)
!
!

U Exploare resources for assistance (0 meel needs
= List DME
; Other:

13. ALTERATION MENTAL/
NEURAL STATUS
Scale: 123 45

GOALS

Patent wall be maintained in safe
eaviroament through changes in mental
status.

Monitor changes in mental conciousaess and levels of commurnication.
Assess level of ability to follow directions.

Medicate as ordered and monitor effectiveness of meds.

Instruct family in safety instructions to include:

oen

Z Iasuuct on communication techniques, contral of sumuli. & reality
orientation.
Other:

14. ALTERED CARDIAC/CIRC.
FUNCTION/FLUID VOLUME
DEFICIT Scale: 12345

GOALS

Pattent will function optimally within Illmuts

of disease process.

Z Assess B/P. pulse rate, strength and rhythm.
Z Assess activity tolerance.

= Teach energy conservation.

— Assess for fluid retention.

T Evaluate effectiveness of medicine regime.
Other:

15. COPING OF PATIENT
Scale: 1 23 45

GOALS

Palient verbalizes {eelings an death and
dywig and establish effective
communication with Hospice staff.

! 3 Explore feelings and thoughts regarding death.
'3 Provide emotional support.

O Promote positive adaptation to dying process.
Other:

i
|
i
i
i
i
{
[

16. COPING OF FAMILY/CARE
GIVER Scale: 12345

GOALS

Family verbalizes feelings on death and
dytng and establish efective
coramunication with Hospice stafl,

: = Provide active listening and support.

: T Epcourage verbalization of feelings

| = Promole positive adaptation to dying process.
: Other:

i

' BATEL - e

)
0
o -




INTERDISCIPLINARY TEAM PLAN OF CARE

PT. NAME.:

DATE:

PAGE 3 0OF 3

PROBLEMS

INTERVENTIONS

17. ALTERATION IN SLEEP
PATTERN Scale: 12345

GOALS

Patient will express adequate pertods of
! sleep and rest

| O Assess patients previous sleep patterns and present sleep distubances. i

| 2 Medicate as ordered and monitor effectiveness.
ID Instruct patient/family in:

= Medication regime

C Possible side effects

O Relaxation techniques
Other:

{18. ALTERATION IN SKIN
INTEGRITY Scale: 12345

| GOALS
| Skin tntegrity will be maintained.

3 Identify involved sites and assess lissue condition.
Use egg crate mattress/sheepskin.
Use afir pressure matiress.
Turn & position for comfort at least every 2 bours.
O Monitor status for signs of pressure q visit/shifl.

3 Instruct pt/family in skin care techniques.
Other:

3 Instruct ptij/family in assessing skin for pressure areas daily.

i
1

. COMMENTS:

Nurse 2nd IDT Member i
Signature Signature |

N
HOME HEALTH AIDE EVALUATION ;
ARE PT/FAMILY SATISFIED WITH CARE? Q YES Q NO
IS NURSING HOME SATISFIED WITH CARE? a YES Q NO :
IS AIDE FOLLOWNG ASSIGNMENTS IN A SAFE MANNER? Q YES 3d NO '

PROBLEMS ENCOUNTERED:

EVALUATION OF AIDE'S PERFORMANCE: O POOR Q FAIR Q3 GOOD Q EXCELLENT

| RN RECOMMENDATIONS:
|

REVIEWED BY: HHA:

DATE:

DATE

)
I__J
N

v
BVEXD ?ve




Appendix E

BEREAVEMENT ASSESSMENT AND PLAN OF CARE

-

Patient Name I0#

Acmit o0D D08 Office Lccatien

Srimary
Sereaved Selationship
Address Teiephore _

SISK ASScSSEMENT: Check YES, NO, or UNKNOWN faor zz2¢h.

Yas Nc Unknown

is bereaved free cf othar {amily resconsibuiity?
s thers adecuata financial provision for bareaveg?
‘Vas the family atle tc share feeiings?
's this the oniy cumrert life crisis?
if NO, axciain:

s there an adeqguate suppont sysiem?
is the bereaved telisved to be fres of suicidal ideation?
Is the bereaved celioved to be free of croblems with sucstance use/abuse?

Acd name to Bereavement mailing list

-~

SIGNATURES: Date

Chaplain SociaiWcrker

Nurse/PCC

04/85
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- 3 mizrszr sztnsier

® A decrzass i urne cutout mav c= zvicant. If the zatient hzs 2 Slaccsr
the unne may zcosar cark, clcucy, or contzin ssdiment.
e Fztients cRan sxosrisncs z loss of contrel of towel 2nd Siadesr uncicns.

WE SUGZESY that veu claca watsrsrecei cacs undsr the
technicues. Tnis will hsic the satiznt r-:~.-nam comicriznie 2¢ weil 25 sravssing ccor
and skin i=ars.  Try 0 rsmemtsr that lcss of towsl and siadder conuzi s cfis
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RESFIRATORY CHANGES

e Ersathing cattlams cftzn change. Sreathing may teccme merz laccred with
resciraticns teccming mors r2cic and citen mera shailow. Fesgiraticns may incrazse
frem nermal rates of 18-20 ser minute, to 40-20 creaths cer minute.

e FResgiraticns frequently decrsasa as well, often o zs 2w 25 5-3 zer minuts. The
catient may axgcerienca cericcs of acnea (when creathing siccs comcletsly for as many
as 10 o 4E secends beicra resuming).

e Ycu may nctica guffing cr Bicwing of the lics when the catient sxnales. Thesa ars zll
csmmen signs of impencing death.

e Crai sac sticns may Beccme mere prefuse and ccilect in the Back of the threat
¢raating 2 “rattly”® scund in the lungs and/er upcer threat :

WE SUGGEST that yeu slevate the head cof the bed s.xgntty Tnesa svents ars the
nermal ccurse of svents and whiie they may cause anxiety {cr patient and carsgivers, it
is not zainful for the patient. it is impertant to remian as c2im as cessiTis so 2s net o
glzrm the patient.

~ .
. "= -
-~ o o — P

e Tne catient may =X"8"IE'1C" a :EC.”-'-&Scd c.crxtycr he..nnc _rc cr visicn.

__.-EE}—A
WE SUGGEST d"at vycu ks=g the 'ccmwelgh“t. and scs:k la-the patient frem ths
head of thest rnemcm:ztzaﬁﬁﬁ" 1sort=rmiﬁezal_as.. of.hieiSanses to ceasa
.ch'xcmnc',rd”rﬁ-y-—rrar' Titec Ut daattr rn-.-rcm'dc-nat"s-y'anytmrg in frent
ct the catient that yeu de nct wish himsher to hear. Rememter hat lcuching is citzn
the best cammunicatcn when wercs and conversaticn ars nct gessitie.

e Tne lcwer jaw may ralax rasulting in symetems of dry mouth.
WE SUGGEST that ycu kesp the patient's mouth meist. Give the patient ice chies
cr offer smail dreps of watsr.  Adificizl saliva is avaiizble znd citen comiforts the

patient,

e The syelids may remain slicntly cren and the syes may have a classy leck. At
times patients have incraasesd i=zring.

WE SUGGEST that ycu usa 2 humicifier in the rccm andfer mcist cicths cn the
gyes. Tners ars alsg 2 numter of products cn the markat icr keecing the syes maist.



SKIN CHANGES

e Tne arms and legs ¢f the catient may teccme csol wiiie the undarsice =f the
getient’s SCccy scmetimes beczmes carker and purclish in ccler.

e Tnre nands. knees z=nd feet ¢f e patient may teccme menied cor Sictchy.

e Tne skin may accear pale in 22ler 2nd thers may te incrzased perscirzticn and 2
*clzmmy”’ {eel of the skin.

WZ SUGGEST that you ksso the patient warm withcut using slectric Sianks:s
which may bum the tender skin of the patient. Change finens 2s nes<ed 'c kesp the
gatient ry. Tum the catient ireguently o prevent skin treakcswn.

MOBILITY CHANGES

e Fatients often excerience decrzased sensaticn and power of mcticn and raflexss
are citen lcst. first in the legs .rd J'len.m T hearmsT

R =il e
WE SUG --—~5that ycu eic_Tigzgatient with r'auy'zctxvmcs-anci.’cmt:-. them irem
B - 1 .
failing. Triz=oS&rof 2 wheelchai frc.':.. hedsidz ccmnmcds may ce':zefim.l. Mhen the
catient is Ac i lenger zEle-to gst ct.t of bed W€ suggest that he szisnt te wmed svery

S Tt

two neurs e "l”-VEﬂt. "f"‘SSdl’= ang skin Of’:kCOWﬂ PO

PSYCHOEOGICAE CHANGES

N

o
oy S

e Sises 'vxll'b'-'smrr-: =ct.=nt‘:i-'c'tf'e' canenﬁnay-aefimc-ncrs‘.mc"xt ic zrouss.

This may te the first change ncticzd 2nd is a rasuit ¢f changss in the Secdy’s 2Diiity o
funcden.

WE SUGGEST that ycu plan yeur time with the satient when he/she sssms mcr2
alert.

e The patient may become mcrs withdrawn and disgiay 2 less of intsrast in the werld
arcund them. This may also sxisnd o seccle, inciucing icved cnes.

WE SUGGEST that you rememter that this is a ceramen ceeurrzncs and e nct
taka it as a perscnal rejecticn.

® The voic3a <of the patient wiil cizn wezken and the patient may tz/k less.

WE SUGGEST that ycu zveid tiring the patient with groicnged visits and
ccnversaticns.

TN



e Fztients may experiencs incrazsed coniusicn accut time, claces and the identity of
friends, relatives and sther familiar cecele.

WE SUGGEST that ycu menticn *he day and time to the patient {requenty. Ze surs
to identify ycurself when ycu snter the rcem znd refer to pcecple in the rcem by name.

e FPatients may axceriencs increased restlessness and pulling 2t their zec linens and

cicthes. . -

‘WE SUGGEEST that yeu sceak =zimly anc with reassurancs ic the patient. Try nct e
stariie cr {righten the patient.

e Fatients may rsgert vivid dreams or visicns. They may ziso reccrt sesing cecgle cr
things nct visicie te cthers. This may represent 3 life raview of cne's histery. Or, it may
incicate the patient's reflection cn meaningful past relationshigs or the anticipaticn cf
teing reunitad with lcved cnes wic have precedad them in death cr with raligicus spirits.
I

WE SLCC:.nmha:vcnnanerrctz'c listan ‘Nlth =mcatnv~anc_tczrrct:"xscct.rt this
sxceriencs s:cause-xt‘ Srszlifc:iherpationt. Feassurs- 'qumeifi‘ﬁdmegau'ﬁt that this
is 2 sommcnZocsrance. E—“"‘"""

= :'F -t ~,

Scmetimes 2 catisrmt may sxssrisnce-an hc:eas:'rr-nercy gY may aCCEEr Mers
zler znc their zccetits may "*u.u—.-nsv-mgv _lsu n:.vr‘—uncr-:-a.-d inzsrs t in nteractic
with cthers. .._.;-:.; et .

’ i, R
—~ .__.-a-—-ﬂ'-—_gt; T J—— )

N= :L.’C\..::L‘n YOLECEIE ?=meset1mesanmncnor.m&5‘ef akgift 25 2 chanes

tc finish zny unfinisiec cusiness ycu "may have with h the cath paur.-.r:

AS DEATH DRAWS NEAR

As ceazth Zraws near, we all axgerience different feslings and levels of anxisty. We
hcee that these sugcesticns may help you find scme level cf cemiort curing this
cifficult time.

If at any time ycu have cther concems or Juesticns, de net hesitats to call the
hescice cffice. Qur siaif is avaiiabie 24 hours ‘o assist cur patients 2nd their families
in any way gcssible.




Appendix G

N¢ preathing

Loss of becwel and cladder contrcl

Jaw relaxed and mouth siightly open
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APPENDIX H

OFFICE OF RESEARCH ADMINISTRATION

The University of Oklahoma
Norman Campus

TO:

FROM:

DATE:
SUBJECT:

MEMORANDUM

Jennifer Gourley, Curriculum Advisor
Graduate College

IRB-Review of Use of Human Subjects
In Dissertation Research Project (98-105)

Karen M. Petry, Dir
Office of Research Admi

December 3, 1997

This is to confirm that Karl V. Winton’s study, “Speaking About Death: An
Ethography of a Community Hospice,” has been reviewed by the Institutional
Review Board, Norman Campus. This study meets the criteria for consideration
under the exempt from Board review category.

Please contact me if you require any additional information regarding this

approval.

cc:  Dr. E. Laurette Taylor, Chair, IRB-NC
Dr. Lawrence Wieder, Faculty Sponsor, Communication
Kari V. Winton, Principal Investigator, Communication
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