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':‘flatlonsh1£§ﬂ$dtween these categories were identlfied and

?éed 1nterv1ews were conducted u51ng an
. " #
'g'ﬁﬁﬁrvrews wereftape recorded and

LR NS, & =

”_Aeydrounded theory approach R

-

A
\'v‘éfsk dey

D ' .
&th the postulated hypotn951s. 3
afeﬁfthat donors‘were confronted.wlth

,q-hat thelr slbllng could dlE;?‘Igls

) \'5,.

1f”m'tldﬁ§§ly dlfflcult and donors wanted to':

ind make a dlfference‘ln the 11fe of thelr slbllng. Thelr j:

moral codes inﬂnuenced tngnmanner in which they attempted

2'transplant‘:xperience

tesulted in 51multaneous 11fe chinges which intensified

-

tnelr'emOtional distress.f Unsugcessful efforts were likely

A

to 1ncrease emotlonal dlstress and generate further

e

analyzed for recufrlng themes or""

::‘;? se elatrpnshlps were pOStU1at°@ ' 7njd.
'hif _gﬁéégé fbr ex1st1ng theorles that e
AR s -

<l



attempts at Lnterventlon whlle successfuléefforts at

'-1nt_erventlon v?ere more llkely fo decrease t& emot:.onal

i
The flndlngs of thls study are not generallzable or'

repficable. However, the results prov1de a descrlptlon of

theorles that can be used in

T - o

f*Several questlons are posed

flndlngs prov1de general

dir'u 1on‘fqr nursesr Several preugntatlve lnterventlon

. ) i

o

-
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1':'3l' “_=’fd Statement'of the Problem f"

. Introguctlog

N

Bone marrow transplantatlon (BMT)~1s rapldly becomlng a

w ‘ S
therapeutic modallty 1n the treatment of aplastlc anemla andlg“

acute leukemla (see Appendlx AJ BMT 1s dn 1nten51ve i

\\
procedure that can result in 51gn1flcant early merpldlty

(O'Rellley, 1983,.Sanders et al., 1985 Sondel 'rrlgg, Hong,"' |

Flnlay, & Bozdeck 1983)
43?'?Research on ‘the psychologlcal adjustment of adult R

: . N
donors of organ tranSplants 1nd1cates that they are at

l

1ncreased rlsk for psychologlcal sequelae when the health
status of the rec1p1ent 1s compromlsed.jDonors reported a-_}i-x
greater in01dence of fatlgue, musch. soreness, dlscomfort at
the donatlon 51te, depre851on, anxiety, feellng 'k;,r '

unapprec1ated or 1“nored (Eisendrath Guttman, & Murray,

" ve attltudes toward the transplant (Slmmons,
regret regardlng donatlon, difflcultles 1n -
relatlonshlps w1th donors (Slmmons, 1983), and a need for j'

psychotherapeutlc measures (Hirvas, Enckell Kuhlback & B

.

Pasternak 1976) ‘.‘r’v.'fkf,'V7lt%'-*-;li :jvp;ﬁl

Slmllarly, researchers who studled the psychological*;-

g o
.Wy

adjustment of pedlatric bone marrow transplant recipientsflf

anecdotally document that donors are at increased risk for

psychologl‘l problems if the rec1p1ent has increased
L S l, _.r”;‘” g“ 1,: : : : :

Q. . R AT



“-,morbldlty after the transplant or 1f the rec1p1ent dles.f7;:
MThey reported that mlnor donors experlenced feellngs of
. 4

7~respon51b111ty for the outcome of the transplant (Brown &

o ¥ R
_4Kelly, 1976 Gardner, August & Glthers, 1977' Patenaude,' - ”/(

”,‘Szymanski, & Rappeport 1979), a low degree of personal

sacrlflce (Gardner et al., 1977), and feellngs of anger at

"~ the unavallablllty of parents (Patenaude et al., 1979)

‘1-that adult re01p1ents descrlbed llttle change in thelr

'h,-home care settlngs potentlally encounter the pedlatrlc

ldﬁWolcott Welllsch Fawzy, and Landsverk (1986a) reported ™
‘: relatlonshlps w1th donors posttransplant but specu%ated that :f
"the ualdty of the relatlonshlp may be sen51t1ve to changes'

in the re01p1ent's health and psychosoc1a1'status. In the
.11terature, only one study documents the 1ong term
yﬁpsychologlcal adjustmentggf adult bone marréw\dznors whose t
rec1p1ents surv1ved (Wolcott Welllsch Fawzy, & Landsverk
:1986b) and methodolog1ca1 1ssues 11m1t the conc1u51ons that
can be drawn from the results. Studles of pedlatrlc bone n

.fmarrow donors were not found 1n the llterature.'?

Nurses 1n the 1npatient,,outpat1ent publle.health agd

rec1p1ent and thelr famlly members They requlre :T

llnformatlon about the minor donor experlence to allow them ,a’
‘effectlvely to a551st famllles in plannlng early strate ies %
_to prevent'possible negatlve consequences whlch may requtne'ﬁ

_¢future psychologlcal 1nterventlons.- Thls 1nformatlon is

vdv1ta1 to nurses if they are to prov1de a hOllSth approach

)



‘to the care of the‘patient and the family undergoing a BMT

Although researchers postulate that BMT donors may
4

’experience gsychological sequelae posttransplant there is’ e S

"pauc1ty of research to support this statement.- There 1s no"

Ly

B 1nformation available to nurses to 1nd1cate what this

“iexperience lS like for the pediatric donor, what factors

o

. .1nf1uence this experience, what problems can occur as a

v

5[result of donating, what perceptions these donors have of
: \ .

o the experience several years posttransplant and'what

| interventions can 1nf1uence a pos1tive experience. Although

",4research regarding approprlate 1ntervention strategles 1s15

,:ess t1a1 such research must not presuppose kndwledge of

) what the experience is like for the donor. Therefore, the

-

’_-proposed study will provade a. first level of 1nquiry leading e

:f to a characterization of the experience of the minor donor

‘%

' the minor bone marrow donor.f A lack of informatioﬁ/about DR
:jthe donor s experience necessitated that the investigator o ZcQ;;

'._obtain first level data wh1ch 1dentified the perspective of

>, S A J

. Pugpose';

The purpose of thls study was to prov1de a description .y

and a\theOretical ana1y51s of the long term experience of

‘:;the donor rather than verifying concepts derived irom an a-

._f;priori theoretical framework (Diers, 1979) The properties

of. the concepts that character this experienceﬁnlll be

@.

determined.@ Future studies can be developed with the o ;]f}}

objective of verifying and measuring the identified concepts

b )



.

*of thls theory (Fllstead 1979) Y

' efln tion of Terms

The follow1ng are the deflnltlons of the terms used for,s

.

thls research pro;ect. f-‘y

S . . N

Bone marrow transplant"a treatment approach for varlous

Y .
~

neoplastlc and haematologlc dlseases de51gned to e

T.
replace mallgnant defectlve, or absent cells of the

,?; é;lplent's bone marrow w1th normai cells from\the

-

dohor.
4

"Bone marrow donor. hlstocompatlble s1b11ng whose normal“

; marrow is harvested and subsequently 1nfusea  the

- rec1p1ent..
T

| Mlnor donor ‘a BMT donor betWeen the ages of 11 to 18 yearsi

¢

B§§§§£QQ_QB§§LLQD§
l} , How does thevmlnor donor descrlbe the experlence of
‘belng a bone marrow donor’ |
2. What varlabbes appear to affect the response or the‘
experlence ofkthe minor donor?_

- o

>

‘ 5NOTE For the purpose of thrs paperf he'pronounﬁ'shéVIWil} ‘

be. used to 1nd1cate ‘the 51n§u1ar 1nstance of maie
'and/or female 1nd1v1duals."- SRR ;:;

N

> ' e ‘-




E framework of\gift exchange can capture some of thev-xlfm

: donor eyperl

fsection, the‘

SRR S - CHAPTERJ 2

Rev1ewlof the Literature_t;h?i‘;j_;Jf;_T;f,wi5a‘

The experience of. the donor who donates bone marrow

RV

- researchers have prov1ded detalled descriptions of the ff;

pEEE

perspectlves of other organ donors.} The accounts of kidney

2

: donors were examined because, llke BMT donors, these donors

; [ I

'»also survive their procedure.' Conflictlng results, -‘?;" n[

._kidney and bone marrow donation preclude the assumption

. that these tég\dengf experiences are 51m11ar. The o

A e

[0

| re)ectlng the T c1p1ent remains unexplalned. A pauc1ty of

N . § L _'

. sections. Th“ flrst sectlon contains a description of the -

'ce v-_h ory '.t : piantation._ In the second

oretical framework of gift giv1ng or.

" altrulsm is ass ssed regarding 1ts relevance to the donor '7

experience' The psychological impact of transplantation on

thé bone arrow donor 1s outlined in the final section.§w o

- ‘only articles that related to kidney transplantation®

R

o o L Lo e - e

3_has received 11ttle attentlon 1n the literature. However,;[afL-V

-.experience of. ddnatlng but.the unique varlable -of the graft" '

g




L~

. k;"

- .or dylng._ The 1

o transplantatlon and the sedond part 1nc;udes artlcles

-,

- v
- . T -~

'Y~wére reV1ewed s;nce-lt 1s rare for the donor to surv1ve the

-]
N T AR S \ : e’

; procedure in. any other donatlon settlng. Donors who

‘part1cipate-1nva\S£irt or’ 11ver transplant are usually dead e

ature Wthh focuses on these donors has
-4

llmlted relevance for understandlng the long term effects.*;

of the procedure on the surv1v1ng bone marrow donor. :Fdr_v-

-

the purpose of this rev1ew,~organ transplantatlon and . .
‘kidney transplantat;on are 1nterchangeable terms. The

11terature 1n thls sectloﬂ 1s d1v1ded lnto two parts., The
W g
flrst part 1ncludes artlcles wrltten 1n the*early perlod of

o
o

wrltten when organ transplantatlon~yas a more establlshed

[ T . . . ) o e

procedure..'_'A P P

The researchers in the 19505 to the early 19705‘

concantrated on’ establlshlng the ex1stence or nonex1stence p“

of negaq%ve responses to the donatlon of a kldney The--
' methodology used.;n these studles 1nc1uded case studles

(Crammond 1967 Elsendrath et al., 1969. Fellner &

Marshall 1968), data’ obtalned frdm profess1ona1 experlence'”

(Knaght 1980), and routlne psychlatrlc evaluatlons (Basch

1973‘ Fellner, 1971, Kemph, Bermann, &VCoppollllo, 1969,,'

2

»

Wllson, Stlckel Hayes Harrls, & Durham, 1968) ' ff, g

Several researchers attempted to substantlate thelr

. \'

in1tia1 reseérch findlngs by conductlng further research

(Eisendrath et al., 1969;.. Féllner & Marshall 1968 i970)1_

EeIlner and Marshall 1nterv1ewed an addltlonal s1x donors'..‘”

° - . B . R




RV

1"ear11er., Elsendrath et al. 69) obtalned thelr

(u

prellmlnary data by 1nterv1ew1n 25 donors and further ;'7

 —

‘ substantlated these flndlngs by sendlng a questlonnalre to'pﬁ'

65 unselected donors. These 1nvestlgators d1d not 1nd1cate

>

whether they had!developed the quesblonnalre or wh_ther

content or construct valldlty of the instrume‘

establlshed One therefore 1s unable to assess whether the

questlonnalre actually ellclted the data appropriate for
the research questlon (Glovannettl, 1981 Pbllt & Hungler,q

s

,:1983, Waltz & Bausell 1981) L

Potent1a1 researcher—lnduced dlstortlons may abcount

£
for the confllcting results that were reported by these .

LI

1nVest1gators._ Blases can result from academlc tralnlng.u '

Researchers w1th dlfferent theoretlcal backgrounds may
focus on dlfferent aspects of the data (LeCompte & Goetz,
}982) Fellner and Marshall (1968 1970), Knight (1980),
wllson et a} (1968), Basch (1973), Elsendrathtet alx

- (1969), and Crammond (1967 1971) ‘were psychiatrists who |

h obtalned thelr data durlng an 1n1t1a1 assessment interv1ew

' and.follow-up 1nterv1ews.. Several of these psychlatrists

',(Basch,.1973,4Crammond 1967 1971, Crammond et al., 1968. ;

-Eisendrath~et al.; 1969, Knight 1980) provided therapeutic
. I k) ;

”interventlons'during the interview sessionstor used the

L ~ - + l

“;information obtained in the intervxews to effect improved

medlcal care.‘Neither Basch (1973) nor Knight (1980),

-1

e '

SN



;’, however, clalmed to be conductlng research but were 51mp1y

P

.. - communlcatlng cllnlcal observatlons.i Only Fellner and #

v

g Marshall (1968 1970) d1d not offer 1nterventions durlng

the interylew ses51ons. hey used open—ended questlons and

d‘vensured confldentlallty of data, thereby encouraglngodonors

5

" soclal role as a psychlatrlst may also 1nfluence the

bfv

to freely relate thelr feellngs and experlences.

Prov1d1ng therapeutlc 1ntervent10ns durlng the'fﬁ
1nterv1ew sess1on could change the donor's knowledge base-”
and thereby altéY.lhe type and. amount of data the donor

glves to subsequent questlons The 1nterv1ewer could 1mp1y

»

to the donor that thelr responses to the S1tuatlon are
1ncorrect or they may'learn how the 1nterv1ewer thlnks

(Fleld & Morse, 1985 -Swanson, 1986) The researcher s

s

»

dﬂgors' perceptions of the klnd of informatlon that was:
4

o
= } approprlate (LeCompte & Goetz, 1982) , Although 1nterv1ews

are a useful toolfwhlch can as51st the researcher to “_; o

e

understand the donors' exper1en6e~and to 1earn about thelr <

perceptlons of. the phenomenon (Chenltz & Swanson, 1985),.

‘ the 1nterv1ewer must communlcate,to theé donor that there_'

‘are no.. correct answers %nd that no- 3udgemenkﬂw1ll be made

by the 1nterv1ewer of the ‘answers.- The interv1ewer should
Ry .

."-not be a theraplst and part1c1pants should be referred to

PREE

other appropriate resources 1f follow-up is required (Fleld

& Morse 1985 Swanson, 1986) Results may,_therefore,’not

~,

‘5 .
be repllcakle unless subsequent resear" fs have the same

-~
- -

4

e



. ;'_, SOClal pos1t10n and operate_within’the context of prov1d1ng's ;73'
assessments and/or 1nterventions during the 1nterv1ew |

RN

_ (LeCompte & Goetz, 1982)
’f; Confllcting results were reportedibw investigators.i -
Most 1nd1cated that the majorx y of donors grew with the
, experience and developed a greater appreclation of life and;ju
bfof other people (Basch 1973~ Crammond 1967 .1971,; '
iCrammond et_al., 1968 Eisendrath et al.; 1969 Kemph
.1965 196#- 1970) 4 However, researchers varied in thelr e
' descriptions of both the amount and the degree of ‘ o
psychological sequelae. Crammond (1971) speculated that
-;25% of 11v1ng donors would show srgns of 1ong-term harm

_ Although Kemph (1970) and Basch (1973) observed no severe, e

- ' permanent psychologlcal sequelae, depression was noted to AT
9. - SR

' occur frequently (Kemph 1970) and dependence conflicts and R

3 . . 'go'
"'ambivalence occurred especially 1n parental donors (BasCh, &

} 1973) In contrast Fellner and Marshall (1968) documente

%
). d';lonly p051t1ve, meaningful and 1ntegrat1ve experiences.v‘ﬁaii
'ng1lson-et al. (1968) also reported‘an absence oE\ ’j§?
’ psycholog1ca1 sequelae. .j7.. ;
Investigators were ‘more consistent 1n théir ngg,
. for the pretransplant perlod. They found thn donors -
»;'fi believed they had no choice in making the deci- | i
'donate?f Donors felt they could Qot refuse to ;ﬁfﬁicipate. S

pMost would do it again givep the opportunity (Eisendrath et R
‘fal.,‘1969) ' Donors seemed to be motivated»by the golden ;A'HK"“f



Ce

"{ Spllt second dec151on to donate and remalned commltted to

~l

' of the rec1p1ent (Fellner, 1970) They made ‘an immediate,__

10

rulethilson'et‘ai., 1973) or by a de51re to save"thenlife

T

/o
thlS actlon (Fellner & Marshall 1968 1970 Kemph et al.h

tr 1969) : Only Kemph . et al noted that donors had some -

KN

‘ I
mlsg1v1ngs preoperatlvely
| For the posttransplant perlod donors responses,

1nc1uded feellngs of unapprec1at10n, depre551on, and/or ,

| dlslnterest. Elsendrath et al..(1969), Kemph (1967), Basch

“‘1973); and Crammond (1957) 1nd1cated that doqprs felt

unapprec1ated and 1gnored posttransplant.' They recelved °

.-

less attentlon from parents and staff as 1nterest agaln

’v.focused on the rec1p1ent Donors mourn d the 1oss of thelr ,‘._'

organ and verballzed feellngs of rece1v1ng 11tt1e reward
for a major sacrlflce (Kemph 1967; Basch 1973) Slbllng
donors had more- mlsglv1ngs about donatlng than parents and
they expressed hostlllty toward the rec1p1ent most openly ’L
(Kemph 1970). ELsendrath et a1.;(1969) reported 13/65 B

cases of posttransplant depres31on and noted that—negatlve

v A

t comments 1ncreased when the transplant was unsuccessful

¢ -

!

In contrastf\ﬁii;ner and Manshall (1968) found that donors

feit\we;l/fgiarded for the1r>sacr1f1ce and experlenced no

lack of attentlon posttransplant SRR Qf“ef
S _ :

-~

Vh‘ . Reyationshlps between donors and rec1p1ents often

changed as a result‘9f the transplant.; Crammond (1967) and

Basch (1973) both observed that most relatlonshlps :



.
~N
-

~

1mproved.j However, problems'thgtjhad:eXisted pretransplant'

_ ofte were exacerbated posttrans lant. Qrammond 1967)
.; P (

' noted that whlle donors had a need to overprotect the . o

1

donated organ and overlnvesti\/%ime and attentlon‘ln the

- b . R

'_ rec1p1ent rec1p1en¥s were clearly aware of thelr

-

9

obllgatlons toward the donor.‘ He postulated that the - A
_ (D

' manner 1n whlch the donor 'glves' the k1dney anfluenced the

% L ! N
response of the rec1p1ent to. the gift and the degree of ' :

obllgatlon and gu11t. A _ _
In summary, the data obtained by psychiatrists who

offered treatment durlng the interv1ew SeSSlonS appeared to .

» T

be dlﬁferent than that obtalned by(;esearchers who used

.open-ended 1nterv1ews and offered no 1nterventlons.\ The

I

formef'appeared to document more problems and more -
depres51on than other researchers.k,The dlfferences ;n

results and the methodolog1ca1 weaknesses 1im1t the

conclﬁ'nons that can be drawn from these studles..

The studles 1n the 1ate 19705 and 19805 are feWer 1n '
- .
number but are Jmore sophlstlcated in thelr methodology
Researchers reported p051t1ve attitudes and little regret

in the majorlty of donors. Psycholog1ca1 sequelae were' T

f more llkely to occur when the kldney tragsplant was .55A "'1f )

unsuccessful. "j ";Jf'“'bg .f,;; S 1','..3f9\$;5'

.

e Intervxews and questlonnaires were used-to ascertain;:'

3D

both*the immedlate and. the long term effects of donating.-lf

ulrvas, Enckell Kuhlback and Pasternak (1976), Simmons,;

e

. . -

ksgfeii‘:‘,'wp‘a{p?ip;‘;f//.
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_ i , O g _
Kleln, and Slmmons (1977), and nggerson and Bulechek

(1982) conducted 1ndepth 1nterv1ews w1th kldney donors at

: varlous stages of xhe posttransplant experlenqe levas et’ “'

5

.alt (1976) had a psyéhlatrlst 1nteIV1ew 23 donors -:",3'»5d

N
apretransplant and 64 donors posttransplant Follow—up

interv1ews were done after one year.. Both Summons et al.
(1977) and nggerson and Bulechek (1982) condugted

' exploratory studles u51ng an 1nvest1gator developed |
questlonnalre Slmmons et al (1977) 1nﬁerv1ewed 14

amrgles one year posttransplant whlle nggerson and

[t

" chek (1982) 1nterv1ewed 27 donors whose rec1p1en%

contlnued to 11ve w1th the transplanted organ. =Slmmons et

»

Aall (1977) devel p d the lpterv1ew gulde whlch was‘Q

'»‘ subsequently adapted and used by nggersonwand Bulechek

o

(1982) Content valldlty was establlshed by c11n1ca1

.aexperts who rev1ewed the rev1sed gulde.-‘ﬂ'

. :
A 63 1tem 1nvest1gator—developed questionnalre was

used by Smlth et al. (1986)-to conduct a multlcentne study
' of 536 donors rgontent valldlty of the questlorna re was*v
establlshed by several health care- experts and a pllot

f.

aqg to determine clarlty Whlle the authors stated that

‘ -~ ',:.“.

sxhidhfﬁpeclfxc tests were used to evaluate the adeqéécy of

ﬂ', tlonnalre.'- The questlonnalre was rev1sed and sent

to the remalnlng donors. .

. : .
I R . R .

. . . N
- NN N - :

a study w1th 126 donors was’ done to detect gross 1nadequac1es fﬁ

. /'.‘

12
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' Methodological triangu ation occurred 1n studies done'; .

fby Slmmons et als (1977) an Hi“vas et al.,(1976) They
" _

used different methods of data cbllection to depict more R

_accurately the experience og the kidney donor (Mitchell

531986) Qualitative 1nformation was enhanced w1th
quantitative measures such as an 1nvestrgator developed

-

"questionnaire which used self-esteem and

depre351on/happ1ness 1tems and scales from other well knownj
f'sources. They established 1nterna1 con51stency of the
. A

:finstrument by - performing the coeff1c1ent alpha test Two

- )
e independent raters categorized the 1nterv1ew material

. g
,naires were given to donors pretransplant several

-sdays*pesttransplant 1 year posttransplant and 5 9 years .
' posttransplant (Simmons et al., 1977?\ Hirvas et al.,

& (1976) augmented t r interv1ew data by performing o |
'..Rorschach tests witiizach donor and studying each donor ;f
: 51tuation in detali at_a case conference.' An analysis was

then made of tne donor experience._ They also intervxewed

b}

;10 unilateral nephrectomy patients as a control group The,~i“

! s

[

dontrol group prov1ded the baseline against which the-'

- effects of transplantation could be mEasured (Pagano &h981,

’ Polit & Hungler, 1983). B 1 o _.,f*: L s a

5 These researchers were more congruent in their ,;;r\\;f'

_ results. Most donors reported positive attitudes and

- .

’littlé regret (Bernstein & Simmons, 1974 Higgerson &

L

h:Bulechek 1982 Simmons et al., 1977; simmons, 1981, 1983,r_,*'

-~



-Smlth et al 1986) PsYchologlcal traﬁma was most ev1dent }_f"‘

.“ﬁﬂln the study by levas et al.r(l976) Wh° documentgd d;

4

o

. geThey noted that‘donors were reluctant to dlscuss R=s

“,experlence to aVOld boastlng and to av01d provoklng”

(\ ".. ,' .
moderate to severe psychlc trauma in- 18% of kldney donors.p'ﬁi
v e L e

TR

‘i L ’_.

: feellngs of gu1lt 1n the rec1p1ent.{ HoweVer, as 1n the

earller studles, these donors were 1nterv1ewed by a. ‘3'

';_conferences 1nd1cated that ‘the transplant was a palnful

psychlatrlst.f After each xnterv1ew, the case was dlscussed
1n a case conference : Th'pe researchers speculated that

R 18 e

data from the tests, ﬂhe 1nterv1ews, and the ‘case’ R

Sl

sacrlflce and a source of much anx1ety._ They found 51m;lar

; concepts 1n the data obtalned from thelr control group of

4 »55'

I

”':_.;unllateral nephrectomy patlents and speculated that sxmllar e

“trauma mlght be experlenced by any person underg01ng any e
: e : :

2 'major surg1ca1 procedure..

The level'of trauma posttransplant was not correlated

, to the outCOme of the transplant but the rlsk of trauma

.

o 1976) §!mmons et gl (1977) also noted that parents :;’V;'

'expressed less amblvalence regardlng the transplant thana LR

’ smbllng donors.: In contrast however, Simmons et al._ _'j' \:;ij

AR

”-v 1n~reased when the rec1pient was a srblxng (levas et al.,&j

¥

Ky

-documented v1rtually no 51gn1f1cant regret although they

N

i
CR

unsuccessful ,’. "'..:;':f"’ j_- o ~_.}.' N :
; : S DT | T
, .ngl— Donors were ﬁ’ted to make an 1mmed1ate dec151on/Lo
. . .. ; Ci s '-4,‘ . . ‘ . ., " :. ‘ v” " - _\ : .
,J\@ B e e s SRR

d1d report increased regret 1f the donatlon was

X . . . L e
"‘ co . o e S . S
by P L . Le

R T s
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Thornton,,1973, Smlth et al.,;19&6)‘§1§hls dec1s1on was

motlvated by a deslre to‘save the rec1p1ent (Bernstein &

,»Slmmons, 1974, ngQerson & Bulechek 1982, Slmmons et al.,f'

1§73)" Although.donors':preoperative concerns were f

-

documented (Bernsteln & Slmmons, 1974 nggerson &

Bulechek 1982), most donors reafflrmed thelr dec1sionﬁto_;'

donate. Thls affirmatlon was not correlated to the success

of the transplant (Smlth et al-. ':f

Relatlonshlps between donors

remalned the same or became close,'

nd rec1p1ents eltherlh
Wlth only a few e

relatlonshlps developlng a further:rlft (nggerson & »
Bulechek 1982,_Slmmons et al., 1977 Smlth et al., 1986)

Bergan (1973), 1n a: study wh1ch descrlbed the 1ong term

. phys1ologlcal effects after a nephrectomy, anecdotally

descrlbed donors who became alcohollcs, who blackmalled the

’

rec1p1ent's famlly,.who requested payment from the

o

rec1p1ent and WEP became hostlle toward the transplant

- 1nst1tutlon after the graft falled.‘ However, little

systematlc research has been ddne w1th donors whose ’ -

relatlonshlp W1th the recrblent\actually deteriorated it

' posttransplant.. ;u‘ .»71 A;i.;‘p' PP

Several factors preclude the applig:tion of these

results to a BMT donor population.- Most interviewers used

part1c1pate (nggerson & Bulechek 1982 Slmmons, Klein, & o

malnly inter\ue‘ data. Random selection of donors was not T

\

carried out by any of the researchers. These methods'

e e



S

'_effect1Ve1y allowed 1nvest1gators to achleve an 1ncreased

r_funderstandlng and descrlptlon of the phenomenon., They

fulfllled thelr purpose by descrlblng a new experlence or’ o

-

”i*event. However, the flndlngs cannot be generallzed to the :

. populatlon of kldney donors or to other populatlons and may,f

'not be repllcablé (Campbell & atanley, 1966 Morse, 1986,-

ese results and to establlsh

'.:requlred to substantiate-

7,lwhether s%mllar flndlngf, dld be observed 1n other donor

" populatlons.' Whlle the flndings of thls progect alsb w111
Yo

not be generallzable, they 51m11arly w1ll prov1de a

lf"conceptuallzatlon of the experlence upon whlch other
‘research can be based. | | | .

- ”-'

psychologlcal perspectlve or. 1ssues outllned by kldney

b transplant donors could be applled to other settlngs.,-

However, there are 51gn1f1cant dlfferences between BMT and

R krdney transplantatlon that preclude generallzlng the above
':flndings to the mlnor bone marrow donor. Flrst most |

Jkldney donors are adults who conseqt to donatlon. Mlnors

‘-are generally excluded from donatlon (Bernsteln & Slmmons, f_

"21974 Knlght 1980) Second unllke the kldney, bone

‘ marrow is regeneratlve tlssue (Starkman, 1985) and
: v

harvesting of bone marrow . 1nvolves a mlnor surgical .

[ -

;procedure (Buckner et al., 1984, Bbrtln & Buckner, 1983)
Mxnor 51b11ngs are frequentlyyused assdonors. "~ As the

L 4

— Lesko and Hawklns (1983) belleved that the 'f},: ;@,,”

Pollt & Hungler;.l94¥) Th_;efore, further researcb 1s ’;;,,_

3



}procedure may be con51dered less seridus to staff members

_1and parents, the donation may also bring less praire for _:' R -
:f'pthe donor (Wolcott et al., 1986b) ) Third the bone marrow‘lb .
“f;rec1p1ent usually has a life threatening disease for which

zthere is no alternative cure._ The use - of cadaver borie:

S\sl'. marrow 1s ndt available (Mugishuma, Terasaki, & Sueyosklpf;j
| 1985) and tissue typing requirements usually preclude the
--donation f“*m parents andxalmost exclu51ve1y favour the ;:9 “d.

.Slbllng Kidney or pancreas transplant recipients can" . i
freturn to dialys1s or 1nsu11n 1f the procedure falls and :

'have access to cadaveric transplants._ Finally,'graft
‘pversus ho;t disease (GVHD) 1s another unlque aspect of BMTL‘,A

fIn this disease, the donor 's immunologically competent bone‘
l'  :1 marrow attacks the rec1p1ent‘s skin and internal organs to
| ffx%ause potential morbidity and mortality (Lesko & Hawkins,

~ ‘(‘.

'1983, Wolcott et al., 1986b)

: ‘ _ ': e ‘ i
g W In summary, the organ transprént 11terature presents L {Sﬁ

“

. conflicting results about donor experiences which llmlt the

A :COhClUSIOnS that can be drawn : Methodological limitations

° -2

:;and the unique aspects of BMT precluwhgthe generalization‘ﬂ

'tiof the results of studies of‘iidney transplant donors to'
'.the BM? donor population. These factors indicate a needf'

| ;for a factor-searching study regarding the impact of the'

-

transplant experlence on the BMT donor. '

’ Ay
SeveraI authors ubed a: framework of giftiexcha eﬁor S

PO T

CReaugn




.v," e . . . M
-\'altrulsm to@Spnceptuallze the experlence of donatlng and

"2 Aacceptlng an organ (Abram,.1978, Fellner & Marshall 1968,

fFox & Swazey, 1978 Hardln, 1978 Knight, 1980).»They refer;"

fto the . organ as. a"glft' (Crammond 1967 Slmmons, 1981
:v1983) or’ to donatlon as an 'exchapge' (Freebury, 1974)
T-These authors descrlbed kldney and not marrow donatlon.

Glft exchange 1s descrlbed as’ an act where somethlng
materlal symbollc, and 1nterpersona1 1s g1ven.——Soc1eta1 :

-?norms gulde thls exchange by. outllnlng the obllgatlon to

g1ve, to recelve, and to~repay (Fox & Swazey, 1978, Hardln,»

':1978) The glft of an organ 1s unlque because 1t can only -

._be produced by humans and it 1nvolves the donor in the areat

"of death and famllyurelatlonshlps (Prottas, 1983)

Acceptlng the glft places the rec1p1enb‘under soc1a1 and

moral pressure to- eventually repay the donor ‘with a: g1ft of-f”

"equivalent value._ Fallure to repay the glft produces

h;social straln -on all members lnvolved 1n the glft exchange
f(Fox & Swazey, 1978) v'* vgi f frt_"g”?bgh

= Wllson 41978) d1fferent1ates two types of altrulsm'h
'._'hard-core' and-'soft-core' Hard-core altruists offer avw
v91ft with-no verballzatlon or no unconsc1ous de51re for a |
'freciprocal exchange.» Soft-core altrulsts usually expect |
vsome return fromzthe rec1p1ent-or.from-society; Thls |
.,expectation may be elther consc1ous or uncon501ous. Farley

(1982) postulates that soft-core altrulsm 1s the prlmary

[‘source of motlvatlon for donatlon in that the donor, often

-

[

o, -
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'"7i Donors may the

kf“"

.- . R a. DA e, - N - . T T ‘ .:__ ig .'
unconsc1ously, expects some return after the transplant.‘{

‘ Rec1procation can take the form of 1ncreased reCipient

o ‘{f health or expre551ons of apprec1ation by the recipient and

'ti the family He postulates that rec1p1eﬁts of unsuccessful
transplants do not rec1procate w1th increased heaiiﬁ? =

@&evelop depre551on and/or somatic

T ‘

L Ev1dence to support this theoretical framework of gift

4

exchange has been documented by several studies on kidney

transplantatlon. Researchers report that donors feel

[N

"1_ unappreCiated andrmay be hostile to the recipient (Basch

‘-

L' amhond 1967 Eisendrath et al. 1969'*Gulledge,ﬂﬂ

- Buszta, & Montague, 1983, Kemph et al., 1969), rec1pients,_.d”

A -

. feel they have taken advantage of the donor (Castelnuovo-
'I‘edesco, 1978,, Kemph et al., 1969; Lesko &ﬁawkins, 1983,_ B
Muslin, 1971 /Tourkow, 1974),.rec1p1ents feel they are
unable to repay the obl gation (Bernstein & Simmons, 1974,,"‘

- Crammond 1967 1971 Knight, 1980), and parents have a R
e Yl

: clearer moral obligation to donate to their children than

sxblings to their 51bling (Hirvas et al., 1976 Knight

. xS
1980 Simmons, 1981 Simmons et al.,’1977) However,

}:the BMT donor, a- unique variable remains unexplainf ﬁthe_T"'

' ework The donor s gift of bone‘marrow is not rejectedeff.
v g -

by the rec1p1ent as in kidney transplantation, but the gift.'

:'rejects' the rec1pient, cap cause significant morbidity,,

Sy



L

. and can contrlbute to mortallty.ﬁ In thls StUdY' the f: JLF;’f”

1V1nvest1gator determlned the expectatlons of donors'[ '~};ﬂ
:‘regardlng thelr need for a reward or pralse, ascertalned
&

'L_the type of . apgrec1atlon they repelved and 1dent1f1ed

. Y :
the1r feellngs regardlng the gratltude they recelved% B 11.;

e Bone Marrow Transplantatlon 'Q, e

The psychologlcal effects of donatlng boné marrow have !'“
;'recelved llttle attentlon 1n the 11terature (Wolcott

‘;1986b) Several authors anecdotally reportedﬂflndlngs ofy[
"lncreased donor gullt when the rec1p1ent undergoes health ‘f} ..
f.vcompllcations (Brown & Kelly,»1976 Gardner et al., 1977,'.f
.1Patenaude et al., 1979 Wolcott et al., 1986a) The lack-
'tof systématlc research 1nto the-experlence of the BMT : donor ,‘
rrmakes it a. theoretlcélly underdeveloped phen?menon... | |
SeVeral authOrs (Brown & Kelly, 1916,»Ereud & Slegel
 1986; Gardner et al., 19775 Patenaude, 11979 1982) i
:tdescrlbed the psychologzcal adaptat:on of pedlatrlc bone -*vj; ,
: _marrow re01p1ents. Ggrdner‘et al.v(1977) stud;ed seven f;f.l“,
lfpedlatrlc rec1p1ents and thelr famllles., As preV1ously o
_:noted 1n early research w1th kldney donors, these
'{investigators also prov1ded counselllng serv1ces to the ﬂ
: mparticipants. »The rema1n1ng-authors-(Bréwn‘& Kelly, 1976;"'j:
y‘Freud & Slegel, 1986 Patenaude, 1979, 1982) documepted
data obtained from thelr profe551onal experlence w1th

hpediatric BMT patients.( Only negative aspects of the donor

'h,expermence were generally outllned,

3



Donors verbalized ambivalence about donating.v They:&tv
lyw1shed they were not chosen but enjoyed the extra_f" S
t-attention. Donors experienced guilt when GVHD and other
.fd_comp;:cations occurred or when the transplant failed.._

lﬁExplaaations from health professronals did little to

"”-rrelieve donor guilt (Patenaude et al.w 1979) Donors felt*

";v respons1ble for the outcome of the BMT (Gardner et al.,

- —

1977) and were concerned that their marrow might fail the l=f‘

. . N
1 . & -

rec1 ient (Brown & Kelly, 1976) ,f;T “.‘ ﬂ,,;?» ‘jf:»v,
" R}%rents expected donors and other s1b11ngs to accept

"vextra respon51ba11t1es (Patenaude, %?79)~and donors

. g_experiepced a sense of abandonm@pt‘ghrlng their parents';:

“y They believed that donors quired psychological

- throughout the:experience. They also_ggovided therapeutic

\7"1nterventions dﬁring their data collection phase which as‘gf'

*7:absence (Freud & Siege1,~1986,‘Patenaude, 1979) SOme ‘
‘donors felt they had not received appropriate gratitude forv
At‘their contribution (Freud & Siegel 1986)

_'u )‘hough their study focused .on: the rec1p1ents, Gardner’fl
et al (1977) documented psychopathology 1n donors ranging
'“from very mild to severe although they dld not state hpw
:‘many donors wé!e aff’cted with each 1abel. They stai'd
;that donors require a"supportive environment in order to i:

1 develop a Sense of pride regardingwtheir contribution.iu :

-

;evaluationfrpretransplant and therapeutic interventions

NS
Ky

S ¥ .
_;,preViously discussed, may change khe donor‘s knowledge base o
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mSwanson,‘1986) i»'f. _»ﬁn.' fp1}%fﬁ
Only one study (Wolcott et al.,$1986b5 foqpsed

' "speclflcally on: the‘psychologlcal adjuStment 6f the adult _;

. \ ‘ 13 b ti' 3 _;“. e A
“the donors regardlng the quallty‘of‘theCdonor-redﬁbtent

, relatxonshlps were hlghly correlated with famlly approval

‘-status, mood state, soc1a1 role functlonlng,_and the

t.

'rec1p1ent's self reported current health status.“The

\ . :
' researchers suggest that the degree of phy51ca1 or : DA

; AN
bepsychosoc1al morbldlty 1n BMT rec1p1ents May therefore .
i'negatlvely affect the psychologlcal status of the donor.
-C'They speculated that 10 20% of donors experlenced some
'negatlve consequeans '

The authors themselves stated that methodoﬁogxcal

.

fweaknesses llmit the conc1u51ons that can be drawn from} R
”-thls study (Wolcott et al., 1986):_ They studled the 1ong
"term psychosoc1al effects of: donatqng on. donors whose

: rec1p1ent surv1ved. They used an 1nves!1gator constructed
’ questlonnalre, a demographlc questlonnalre, a Proflle of

v’Mood States checkllst and tﬂe Slmmons Scale whlch was used
r
for kidney donors. The quest10nna1re ‘was not valldated by

'.lthe authors. They stat_d that thls llmltatlon occurred i :“,?
“because BMT was a new field and c1ted a lack of systematlc

4



research 1n this area.A The aSSumptions of ‘a guestionnaire

l

r:ia 1nclude the fact that all aspects of a phenomenon are knownd:
'to the investigator and are inoluded on the questionnaire '
| -(Leininger,'1985 Morse, 1986) While it is possible that if
the 1nvestigators have the experience and the knowledge in e
tQas area that w111 allow them to develop a good PR
questionnaire w1thout prior research to guide them; most

e . o~

1nvest1gators require a first level of inquiry or a
i

“Qreliminary study to guide them 1n.an area which is

Q'the%fetically underdevelbped (Doug s, 1976) In order toiw
';lay the groundwork for future studies concerning the BMT
.donor experience, thls present study conceptualizes this
.experéeme. , o . o s

3
Cw

 conclusions
"%l BMT presents unlque asbects to the donor experience as”~ﬂefﬁ
'compared to the kidney donor.? Most of the BMT research has"v'\\
ﬁf'involved minor rec:pients 1nstead of donors.h Although ﬂhe
'fgfframework of gift exchange may characterizezthe experispce gh
f-?of the kidney donor, the unique aspect of GVHD in:BMT '
,1nece551tates further study in order to delineate the f:f}"
.;tphenOmenon of the BMT donor.‘ In quer to avoid a griori
: 'assumptions tha*t could ‘influence the study results ?his R |
'”.dstudy details the important aspect:'of the BMT donorj,'”.eie_y}yﬁ
'_}experience from the perspective of the adolescent donor and;n;?if

3 & o
: conceptualizes the event, thereby providing the "rox}tdwork g o

?for future studies in this area.



v »(Dlers, 1979) A quantltatlve de51gn is approprlate 1f a

~

. Methodsf

| M G | |
The type of.resear!E problem or the level of 1nqu1ry
of the research questlon determlnes the study de51gn

rgsearcher starts w1th a prev1ously developed theory and .

then de51gns ways to valldate or 1nval1date €hls theory

The varlables would be quantlfled or measured and the v 8

resultant numbers statlstlcally analyzed - In contrast
qualitatlve de51gn is valuable when the " researche? needs to
descrlbe the world of 1nd1v1duals'underg01ng -an experlence
The researcher Jbes not begln w1th a theory but-a theory :
‘can be developed to. cénceptuallze gﬁe phenomenon under o
study (Lelnlnger, 1985) o

' ThlS study is a factor‘fearchlng study (D1ers, 1979)

“The method of data analy51s 1s the grounded theory apprOach SRR

!&

‘ developed by Glaser and Strauss (1967) and outllned by

Chen}tz and Swanson (1986) " The puﬁpose of thls qualltatlve
research is. to characterlze the poorly understood A
phenomenon of the bone marrow donor s experlence from the _
perspectlve of the person(s) undergolng the ex rlence.
There is no attempt to contr;l for extraneous ze l

to place experlmental controls on the phenomega (Chenltz &

5wanson, 1986 Fleld & Morse, 1985) The resultant theory

.y is presented as a "theoretlcal dlscu551on u51ng the

Sy Py

riables or
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. conceptual categories and their properties" (GlaSer &_
‘Strauss, 1967) Although t e results are not ailtf
generalizable to a. larger population and may not be.
replicable (LeCompte & Goetz, 1982 Morse, 1986), the’(
purpose of the study 1s not to test a theory but - to:
A {,%I, conceptualize thls phenomenon apd to develop a theory. f f
»4 : , B  The sam e -
- ’ As the purpose of this study was(to understand and *
characterlze a phenomenon and not to"de&ermine the
’ Tdistribution' of attributes or to 'test relationships
T - between variables' (Morse, 1986, p. 2), a non-probabillty

—

sa pling procedure was’ used Non-probabllity sampling

'g‘ umes that all donors are not equally knowledgeable about
the experience as some donors may lack: percept1v1ty,,be
' 1nart1culatg“1n describlng their experience, or haVe poor
-:recall (Douglas 1976 Morsek 1986) As the research'
.product dépends upon the quality of the underséanding _
,ideveloped of the phenoﬁﬁpoqv the 1nvestigator planned to
Aselect 1nformants according to their expertise and their
Areceptivity to participate in the study (Morse,_1986,,
ib'rTurner,_1981) | Informants were to be selected‘who were}
':jarticulate, knowledgeable, and receptive to the |

1nvestigator (Morse, 1986). Sl | .
ti In this transplant centre, patients came from other “'
;g;states and other countries.ﬁ Although the number of

‘potential adolescent donors ‘was suhs&gntial, few were
L

. NP



'VSeveral donors were 1nterv1ewed who were. not artlculate but A

who had knowledge of the experlence

. lThe crlterla for subject selectlon were as followsrﬂiyf:x ;(
’_ 1;ﬂi7the donor was w1lllng to partm01pate 1n the study, ,_,j
' ;2btl¢@ajt1c1pant was able to speak and understand Engllsh,
ir,'.the donatlon of bone marrow’ occurﬁed at 1east 12 .
3tf months prlor to the 1nterv1ew, and PR 'lé)hkf_'
.; 4:: the donor -was. between, 11 and 18 years of age. | | |
‘o | Donors were 1nterv1ewed aflleast 12 months after the ',v;_h*
f . actual: donatlon in order to ascertaln the 1ong term~effects e
: of the experlence.. Morbldlty related to the\BMT maybe
(" ﬁ'ev1dent early in. the transplant procedure.w However, late

vcompllcatlons can occur several months to several years
posttransplantatxon})regulre long perlods of-observatlon,
i

.and leave re51dua1 sablllty (Sanders, ‘in press, Sanders.‘

et al., 1987, Sulllvancet al., 1984) ‘Chlldren who develop
"long term compllqat1§§§ posttransplant may then 11ve wlth a

;chronlc illness.J Thek§§%F1551on on Chronlc Illness deflned

'_'chronic‘fllness‘as'any 1mpa1rment or dev1atlon from-normal," S
.that has one or more of the fol}owlng characterlstlcs. 1)
is permanent, 2) leaves re51dual dlsablllty, 3) is caused '§3~a'

by non-reversxble pathoIoglsal alteratlon, and 4) may be

.expected to requlre a long perlod of observatlon, S .x:'\
. N .
1;“_.superV1s1on, or. care (Mayo, 1956). In‘grder to allow these

}:'.;:potential late compllcatlons to occur and in- order to allow ";

EEREE



families to experience the long term effects related to
transplantation, donors were interv1ewed at least one year
B posttnansplantation. . N

Tﬁgfage range of donors was 11m1ted because..' .

27

- adolescents have different developmental attributes than f_f¢;ﬁj'

‘~'preschoollor school-aged children. Erikson (1968) and
4 B

'Inhelder and Piaget (1958) postulated that children undergO%A

“}'a continual prodess of development.g Donors between the

kS

"ages of 11 and 18 years w111 likely perceive the experience .

.:of donatlng dlfferently than donors less than 13 years of

6\.
‘age and.those more-than 18 years.o§~Fge. Onlxydonors,

AN

. -therefore who were, between 11 and 18 years of Qe were

[con51dered potential part1c1pants.. Although @do-escence o

_typically 1s identified -as the age between 13 and 18 years,d

'._Inhelder and Plaget state that developmental stages can be » SR

]fachlevag at varylng ages and this variation may ‘be ,g_,t

"partially determined by the chlld's experience.‘ Dondrs who

;’were 11 years old would have experienced the transplant .
::situation for at. least a year, potentially advanc1ng them
" to the same deVelopmental stage -as their o”der

;counterparts.

Initially, the criteria for subject selection included;f

’the stipulation that only donors whose recipients had a

Karnofsky score (Karnofsky & Burchenal 1949) of less than:f

or equaI to 80% (see Appendix B) and who were in remission'f””"

| would be considered as potential participants. Karnofsky

" .:k, N

* .




‘:;}éés,
developed a scale of performance that quantlfles an i

indlv1dual's degree of morbldlty by 1dent1f§1ng th° degree

X

*f‘pof 1nterference the 1nd1v1dual has 1n act1v1t1es of da11y

>111v1n due to the 51de effects of the treatment.‘ Thl”

, cr1ter1a was orlglnally 1ncluded because f1nd1ngs eported

o in the llterature (Wolcott et al., 1986) 1nd1cated that

“psychologlcal sequelae may 1ncrease as the rec1p1ent'

‘.fhealth status deterlorates and thls observatlon wqrranted

’further 1nvestlgatlon. However, the nurse expert was

‘unable to 1dent1fy any adolescent donors whose rec1p1ent
_met these crlterla and who llved w1th1n the state Thls

B crlterla was therefore deleted

‘Tt”any such adolescent donors., Three adu f.

ﬁ _ S . -
' The theoret1cal sampllng method requlred that the

’ninvestlgator choose the part1c1pants accordlng to the needS»
«of the research and accordlng to whlch 1nd1v1dual could
:best enrlch the 1nvest1gator s understandlng of the donor
".experlence (Chenltz & Swanson, 1986,VF1e1d & Morse, 1985’3»
i blaser & Strauss;A1967) In analy21ng the data,’lt,became
~_Tc1ear that further 1nformat10n was requlred regardlnér |
donors who refused to donate donors ‘who devekﬁped
:ppsychologlcal sequelae, and donors who requesﬁ@d payment 1n'.f
”freturn fér donatlng | The nurse expert could not 1dent1fy

oﬂors were. then e

fconsldered but one. d1d not speak Engllsh V_e was out of o

fthe country,'and One refused to partlc“

i I _ o

»};'practlcal con51deratlons llmlted the fitent to which

: . .". »
* . ‘1/
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\ P

'l)theoretical sampling methods could be 1mplemented
| L Data Colle;tldn | ‘,
All subjects but one were transplanted in the same“y
b'institution and were selected from thls institution s
. computerized donor registry One donor Who was ‘>
‘::transplanted in another 1nst1tution heard about the project
*Land offered to part1c1pate. The bone marrow transplant g

' fac1lity was a large research centre which accepted o "
hpatients from around the world As the 1nvestigator hadQ
'limited familiarlty w1th the setting and the donor
, population, a nurse expert was selected by the nur51nd
department of?the 1nst1tution to a551st the 1nvest1gator 1n fF
~ the purp051ve selection of the sample.b ) '
_i In consultation with the nurse expert, potential ‘
bfcandidates were 1dent1f1ed. Initial contact’ was maﬂe by
'the nurse expert and the donor s w1llingnaLs to take part =
»1n!the study was established., The names of donors who
'.agreed to partic1pate were then given to the 1nvest1gator{
jThe parents of donors who llved ‘at home were contacted andﬁ‘
verbal consent was obtained to allow the 1nvestigator to
,idisCUSs the project with the donor._ Donors who lived away'
;:from the parental home were contacted directly.' The »
purpose of’the study was outlined, consent to participate.im o
"was verified, and a meeting time and place were arranged

' Open-ended 1nterv1ews were conducted using an \

;1Tinterv1ew guide (see Appendix C) which identified several



-

;_V_general questlo;.f

“"_' J,<-”"W;F“ﬁfi’{,flh'ftf”fg'

0-'"

"the 1nvest1gator attempted to follow up and explore

- e b

’fconcepts or 1deas ralsed by donors durlng the 1nterv1ew and

- to av01d predetermlning the topics - for the 1nterv1ew N

N

(Swanson, 1986) ThlS 1nterv1eW1ng technlque allowed fv e

ftpart1c1pants to descrlbe the experlence from thelr
perspectlve WIth minimal b1as oradlrectlon from the
,1nvestigator (Fleld & Morse, 1985 Swanson, 1986)

Most 1nterv1ews WEre conducted in the ‘donor"' S, home

One out of- state "donor: was 1nterv1ewed over the telephone
¥

,_Ihe—length of the 1nterv1ew was determchd by the’ tolerahce ”’

:.h'of the part1c1pant and the type and ‘amoujt of 1nformatlon

they were able to contrlbute. Interv1ews varled 1n length

_from 1 hour to 2 1/2 hours. All 1nterv1ews were tape

o recorded and transcrlbed to ensure accurate unblased ‘and :

.detalled accounts of the 1nteractlon (Dlers, 1979,‘:f

.'Lelnlnger, 1985)

[N

A total<of nine donors was intervieWed. 'The first

_three donors were 1nterv1ewed on two separate occa51ons, g

?approx1mately 2 months apart.. The(flrst 1nterv1ew was’

-

de81gned to explore new.ground The 1n1t1a1 questlons were

Pl

more. superf1c1al in’ nature Jthan those in later 1nterv1ews.A"
EThe second 1nterv1ews prov1ded &onors w1th an opportunltyf

' :to conflrm the data contrlbuted by Subjects who were

thereby prov1d1ng 1ncreased depth to the data. The-next :

_.{vlnterv1ewed later and to verlfy the developlng hypgtheses,'*“'

that the donors could be asked.‘ ﬁoWeVer} Lo

‘s



"°,'four donors were a-ked both general questlons and questlons‘

o relatlonshlps that were 1dent1f1ed from the 1nit1a1

s

I

'*:whlch focused on. verlfylng the concepts and thé
. — S

P

1nterv1ews. These donors had a chance to 1 entify new

' .concepts and to corroborate the 1nformat10n qi
earller donors. S QBV;Q :'5,; ,",t"_.f , ~',~* "?'>’-~’
The goal of qualltat;ve research is to ensure richness D

of data (Robertson & Boyle, 1984), credlble understandlng o

:~of the phenomenon (Sandelowskl, 1986) tand complete,_lﬁ

3tprec1se And accurate data (Morse, 1986) The 1nvest1gator'Av
-.cannot prédetermindﬁthe sample 51ze for the study.' Rather,-

'-;'sample 51ze 1s determlned when the 1nvestlgator 1s Lo 'ha';

collectlng no new 1nformatlon about the cnaracterlstlcs of
1

the categorles and when the. 1nvestlgator has an. .TF}'°; .

”ff'understandlng of the 51tuatlon (Field & MorSe, 1985.. 1:'i"”’

,Glaser, 1978 Glaser & Strauss, 1967, Morse, 1986) \Donorsf
- N
of rec1pients who had died were descrlblng s1milar K A

:‘,experlences to donors of rec1p1ents who had surv1ved”

¥

These donors were perceived by staff to haVe o %ajo}:

problems posttransplant and they~a11 mdentlfied similar,j=f-bns-%_

h,lconcepts relatlng to the donatlng experlence. As n0ynew .-

f.ddata were belng obtained and as P ct1ca1 considerations iusg;,h .
l ,Tlimited the extent under wh1ch n_eoretical sampling methodsP
ﬁcould be achleved, the data Sall ction phase of the study '
'5vwas concluded Wlth n1ne subjects.':ffbé_;[:}i‘ iﬁaV-“f
e jjfi ,.r;e.qlf?;'..?lt-;v;V’
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'-,,~1’17 | Character1st1cs of the Samgle

The ages of the donors at the tlme of transplant and
_ - -
k?the,gftsent health status of the rec1p1ents are Summarlzed '
Lo g : R .

in Table 1.,

. 'Sex . Time from Age ' Only L Years = - Status

6mos - 17 U Alive

F ' 9 .
M 4mos C 16 N 2 Alive'
F .. 3mos 150 Y 3 - Alive
M - 1llyrs . 13 ¥ 8 " Alive
F. ~ 2mos .° 14 * N .~ .16 . Rlive
M - 6yrs 18 Yo 12 . Died
F 8yrs = 13" Y 5 4 Alive
M 12mos . 17 N 7 -.°" 'Died.
F l12mos ' 12, Y 4 ''Died
""""""""""’""""""""""""jf'f """"""

At the tbi'me.of the transplant) all donors ilved in.

thelr parental home The rec1p1ent re51ded 1n\ he. same

| 'nhome in all cases except onejln wh1ch the rec1p1ent had:'

. already left home but returned for a short perlod to

: receive care from the famlly.v'At present three donors had
'moved out of thelr parental home wh11e the remalnlng 51x

".dbnors@contlnued to live 1n thelr parents' home. Three

‘donors were ‘in thelr f1na1 years of’ hlgh school and two",

.were gttendlng college. These f1ve donors also held part—'

'tim% jobs._ Two were employed 1n full-tlme johs outside of
- LA \.

) the home.. One of the two donors who were full-tlme h

-

Coe
-1

'Dx to BMT at BMT'ﬁatch Post BMT = of rec ' - N



homemakers maintalned‘a part time ]Ob outSide the home. :':1; ')E;{””
.;é]',, fn'if=f? Data Ana1151s - | e

i’lkn Data analysls %egan after the flrst interv:Lew was
. . \.g Lo . .. - ».'r.
) completed and continued throughout the data collection'Q el ,;W'yw

g The method of analys1s used was grtunded theory

(Chenita &'SVanson, 1986, Glaser & Strauss, 1967) ﬂ All thev

o

1nterv1ews were tape recorded andvthe-data were transcribed

R \’ R
. onto a computer dlSC.v In order to document the context and

the settlng of the 1nterv1ew§*"f1eld notes were written to

R
document the 1nvest1gator s t_oughts and experiences during

":

oy

the 1nterv1ews., A desCription of the setting, aﬁw :

descrlption of the actlons of the intérviewee, and the

activ1t1es or interpretations that occurred durlng the ; 'hy-‘_,*

1nterv1ew were recorded.,_Re eat 1nterv1ews wer scheduled
P

' w1th three donors to allow the bnvestlgatﬁg to verify the
data and to ensure that the resea cher s interprgtation of

the data was the same as that of th 1nterv1ewee (Field &

R}
Morse, 1985, Wax, 1971) '

The data were analyzed for categories that describedg :
| f aspects of the bone marrow dohor“s experience., Eachﬁ i'jh ; *'pi
. category ‘was’ given ‘a. label' hich ch acterized its data.ﬁ¢

| ‘The developing categories were examined for their fit withf.ir;:jill
k 1ncom1ng da;a-.,The categories were considered 'saturated'st:“‘ii

;_ when the qualities or characteristics of the categories

KWere identlfied (Corbin, 1986 Field & Morse, 1985; Glaser,:;73:'

I SIS
4’ 3 .

1978 Stern, 1985 Turner, .*1981) - subcategories or

o




~—

ffpropertles of the categorles were 1dent1f1ed w T,

{the condltlons under whlch certaln behav1ours

and the cgn\equences of these behav10urs or acts.: Whenfnew\ .

'iAcategorles wqre no longer emergxng from the data, the

'uwlnvestlgator rev1ewed the categorles and postulateé'llnks

between them and the condltlons under whlch these llnks' f-b

, ]
cheld' Hypotheses concernlng these relatlonshlps were

developed. All hypothe51sed relatlonS'were rechecked w1th ’
i N ‘
'»_the data and in subsequent 1nterv1ews.‘ Thls process was
_ a . _ .
»_reflned unt11 a theory was . postulated that descrlbed the

",phenomenon of bone marrow donor experlence (Corbin, 1986,_”.

'.i Glaser,(1978, Stern, 19857 Turner, 1981) The llterature

’f_ﬂwas then searched for ex1st1ng theorles that were

z'con51stent wlth the postulated hypotheses. r'7. f.‘ ~
| ' Eth;cal Cons;degatlons,'

: Ethlcal olearance for the study was obtalned from both

the Fred Hutchlnson Cancer Research Centre and the '

3
.Qde5cribey‘"

arts occur -

Unlver51ty of Alberta.' All potentlal part1c1pants recelved“;‘

™

s thelr 1n1t1al contact by a- dé51gnated Fred Hutchlnson

.Cancer Research Centre staff member to ascertain thelr

‘wllllngnessléo partlcipate.' At the 1n1t1a1 1nterv1ewb
"se531on, the 1nvest1gator outllned the-purpose of the study

T,e‘and answered any questlons.s The prelimlnary dlSCUSSiOH
.,included the fact that all anformatlon would be kept

g

*confldentlal L .v,'i-_”.‘ ol :_ ‘}ﬁ oo

The partlcipants and the parents of mlnor partlcapants.e

"

ﬁsﬂ ¥
c .

. ‘.'., : } . N er



"'were then glven th\\approprlate consent form(s) (see

S

Moo
: L

Appendrces‘D, E, and F). .ertten consents were/obtaxned

from all donors prlor to the 1nterv1ew except for one donorf :

Clwho gave a telephone consent - The wr;tten consent form wasf_

:iread to thlS donor over the telephone and the/nurse expert

"ffof the 1nst1tutlon acted as w1tness to the subject's verbal

consent. Two coples of the wr1tten consent fbrm were -

:subsequently sent to thls donor and one . copy was returned

o 51gned..f';;4' l'.] e “Hf L t:'}f, ~

)

HER : : . .

.,_g.

The 1nvest1gator conducted the 1nterv1ews 1n the

e an

.donor s home env1ronment CA profe531onal at the Fred -}

‘ﬂ.lthe referral person 1f part1c1pants requlred fbllow-up but

-~j1t was not necessary to use th1s resource. .If donors

v . -l_ ‘

-_became upset durlng the 1nterv1ew, the 1nvest1gator

h'remlnded them that they could stop the 1nterv1ew at any

]ithelr v01ce 1ndicat1ng emotlonal dlfflculty.; However,

ot

o -;; these donors d1d not w1sh to dlscontlnue the interview.

‘”’They recovered the1r composure'when supportlve statements-'

. were‘\hde and they conveyed a desire to continue. At the

for the opportunlty to share thelr experlence ana to

part1c1pate in a pro:ect that mlght make a difference in

the lives of other donors. ' 1[ o ‘5 - ﬁvps_e.:

”_
o~y

"Hutchlnson Cancer Research Centre had been desxgnated as. /J.

ftlme. Some donOrs shed a few tears or developed tremors 1n:p B

"end .of the 1nterv;ew, several donOrs expressed appreciationf'_'



CHAPTER 4 S | |

= gf' '.j-f;}'-xResults o |
Two'prevalent 1ssues thread through most of the data.
a)’ donors needed to make a dlfference in the llfe of. thelr

| .famlly and b) donors founﬁ the transplant experlence-

o emotlonally dlfflcult. However, all were‘prnud of thelr o

'contrlbutlon and reafflrmed thelr dec151on to part1c1pate._"

\

R Thelr need to make a dlfference resulted from the fact

‘that theyowerﬁ hav1ng an encounter w1th~death.>-A-member'of

athelr'famlly was serlously 111 and had no hope for a cure.

A L
.other tha& through a transplant procedure. Thelr s1b11ng

‘mlght dle¢, Donors wanted this 51tuat10n to be. dlfferent

'.fTherefore, they trle%“to 'help out' by actlng 1n any manner
&

i

that woulf change the outcome or the 51tuatlop,_thereby
. maklng a dlfference.; ThlS des1re to 'help out' contlnued _”d“

untll the rec1p1ent was healthy or. dled. ,t',' o . L=

a

Two factorj contrlbuFed to donors' feellng that the

experlence was la- ‘big deal emotlonally' Flrst

7

contemplatlng the potent1a1 death of heir 51b11ng was

emotlonal ;dlffhcult. Second whr donors were

Tr}attemptl_g to effect a dlfference 1n the 11fe of thelr
_famlly,jboth the 1llness and the transplant eXperlence were

'maklng a dlfference 1n thelr own llves. They experlenced
_changes in their relatlonshlps w1th thelr ;arents, frlends,‘
oaqd rec1p1ent.u As well d;nors.experlenCed a change 1n
S S S, 38



i | | kfif‘j".3':“e N - r;ﬁ?f;ffagf_]f‘
5,';their life philosophy Coping with €5-effects of these‘te" “
,'two factors was a 'b1g deal emotionally The phy51ca1
‘_part of donating appeared’to be almost inconsequentlal
.~compared to these emotional aspects._g»nl e f;':;hﬁj ; Ar_‘tdfi
% f?’ pf' _w.In thlS chapter, a\detailed description w1ll ‘be given
‘ .l°f the donors' deSire to make a differencegin the life of , |
their'family 1 The emotional difficulties that nors - fi'{
‘-'encountered and the changes that occurred as a riiﬁ@t‘ofg_‘
-Atheir transplant experiences w1ll then be outline fﬁf*

\,. .
,,summary, a model which deplcts the donors'_experience w111‘

 be proposed.\\Dv' 3
A

All donors described feelings of - helplessness'l,hi

akin a D ference

' assoc1ated w1th haVing a sibling who has a life threateningwi'
;disease. Tﬁe 51bling would die if 'something was ‘not . ‘
.done'; Therefore, donors wanted to "do something" to "help."-‘
:aout" and they wanted their action to be something tangible
:By acting, they attempted to re-establish hope andlxo make
d&fference 1n botﬁ the life of the rec1p1ent and the 11félf'
p‘of their family., : :f g; *hl‘h.i . ' | ". |
| The- donor s need to 'help out' was evident in ﬁainly
ﬁv two aspects of" the transplant experience. pretransplant andf
_:_posttransplant. Pretransplant, donors made an immediaée p., |
'ﬁhg@v‘dec1810n to become a donor.. By perfbfmdng the physical ‘Ctd*,g
dof donating, they provxded an.intervention which might makeidlv

;2 difference 1n the 11fe of the recipient and which gave ; {ff’f{




C’ R
‘v.them a feellng of control 1n a helpless 51tuatloﬁﬁ |
- However, when they observed llttle phy51cal change in the
'e-rec1p1ent posttransplant they agaln felt a need to make a
dlfference and to "help dBt" , However, thlS tlme the :
approprlate 1nterventlons were more dlfflcult to 1d9nt1fy
f'and they experlénced a. renewed sense of helplessness‘and
lack of control Donors felt env1ou5aof staff memhers who -
| dally offered concrete care act1v1t1es. Thls need to |

TN

'Uintervene on behalf of rec1p1ents ended when rec1p1ents

o elther rega1ned thelr health or died. Alf donors felt'u *ij "‘-

fproud of" thelr role in the transplant put thls feellng was
'temqued by the hé%lth status or the attltude of the' ot

-rec1p1ent.
Thls sectlon beglns wlth a descrlptlon of the donor N

‘enco nter w1th death and ' continues wlth a d1§cu551on of the

3 A e

’a) de saon tg dOnate b) experlence with the;g:t of

.

) o donatlng, c)= de51re to help 1n the posttransplant perlod
and d) consequences of actlng in order to- make a R »_f_ . R

. e Sl
' dlfference., , ' ’ SR

¢ - g
oAll donors were aware that their 51b11ng could dle."'

—~ E R ‘-""_'

All verbalxzed some understanding of the situatlon, lf some -

. ’Encounter with° eath ;'%&J o S - : L

interventlon was not offered thelr smbllng would dle

They reached.thls conc1u51on desplte lacklng<a clear.-

-~
L3

understandi'q of-theﬁdisease‘process§~

%®

[y

. .
RRURLEE > I G
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'bonorsfenconntered'death in two ways. Firstly,_they,,k‘



e

'y’?reallzed that wzthout thelr donation, thelr szbllng would

'adle; All stated Ehat thelr eason for donatlng was to save'

'“the 11fe of the1r slbvlng

Ldonors belleved that the rec1p1ent would not d1e because

a"somethlng was . now belng done for them.v The tanglble act of‘

. donatlng would affect the de81red outcome of a normal 11fe-vv

2%

':span for t elr 51b11ng

'I dldn't thlnk-durlng the transplant that the- R (nameﬁi

E of rec1p1ent) could‘dle because herg,we were\d01ng
.’ { ‘:
'"“thls thlng and somethlng was - belng done.

a’?\'

fSecondly, as a result ofyliving in the tr nsplant

~

v‘.env1ronment donors saw other're!gplents~d1e. Prlor to the-

e

. 'Ng"" 3

transplant experlence, mos‘;had ndt experienced‘the death
.of someone they knew.‘ Noﬁl people they had met and had
-'talked to were dylng - Hearing about the death of someone o
'whom they knew seem@d to be an 1llustration and a remlnder

of the reallty of the 51tuat10n. Knowing that ethers dled:

g the poten(lal risks of the p;ocedure.JV

"I had never seen. that hefore.f seelng someone and
‘;7then they re gone. lv" y N
:uv'Suddenly people yoﬁ talked to,‘spent time with, got )
“-iclose to, they re dying;_/You really start to realize
;;that this could happen to R.' '?,sﬁ:_y \ f’ ‘v
; gﬁlngni'Untll they started dying, I never really~thought that
- f;vén cou}d die- - uj~{ﬁ%; 3;; ; ;:m'l ‘. -,

:g e . 4
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on donors than hearlng staff dlSCUSS'»v:$\£



| The various reactions of donors to the death of otheiig ftw
- ncluded their con51der¢ng the p0851b111ty that the y
vre01p1ent could die,_realizing that their 51bling had a
'”“temporary deliverance from death exper1enc1ng rellef that
it was not their 51b11ng that had died expreSSing guilt at , :
feeling relieved express1ng no guilt at’ feellng relieved '
\\\F/or feeling sad for the loss of someone they knew* .

ﬁf

. " 'You don't want to see anybody die but 1f I‘had to

0

PN

A'choose between R and somebody else, I would have

’chosen R to live.

’ 'I was.relieved that it wasi't R that was dying.‘ That
’was a relief but I feit guilty because I was relieved
cite was them and that made me .feel bad. I was sad
.because I liked them, §Iad because it was them and not
"R and guilty/because I was relieved it was them

4;{' & :The cause of death remalned prominent 1n the memory of

v
R v
the donors., They expressed concern reqarding the health of

their 51bliﬂg whenever they observed symptoms 51m11ar to‘“
’ those related to the cause of death of that other patlent
“ ,J; '1 ‘ 'Another patient died because she had pneumonla so I
| .was afraid that if Ragot 51ck “that 1t could turn 1nto‘

.ypneumonia.. pb" e
-y
"If that happened to them, 1t could happen to R "

,‘

In summary, donors 11ved for a period of time in a
: w :
world that cons1sted of people who might die--both other ﬂf'

.patients and their own\51bling. Although most donors had
. \ ) . . _' , o ‘.. N

\ . . .

~
. R
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‘heard of the llkellhood of death\\they now began to

T4

encounter 1t to see 1t happen. Thls encounter contrlbuted="

}‘to the emotlonal lmpact that all donors descrlbed as the -

- most dlfflcult aspect of the transplant experlence. They

’~expressed a-: deSIre to 1ntervene w1th phy51cal acts to avertky

thls unde51rable‘s1tuatlon and to make a dlfference in- the

h~11ves of thelr famlly members.

The Dec151on to Donate S o _ ‘v;,;-,'g

Donors made an immediate declslonkto donate‘ Donors

: percelved the 51tuatxon as an opportunlty to make a

N

e

_dlfference in the quallty of another person s Lefe. Thls .

perceptlon was con51stent W1th thelr}values regardlng 11fe

For the purpose of thls paper, these values w111 be

labelled 'moral code' It was thelr moral code that N ;?

| d1rected Ehem to reallze an opportunlty to_'make a'

;“ dlfference‘lln the quallty ‘of another person s life. 'They :

4

felt they had no; chomce.; Refusxng to part1c1pate was not )

T PR i .

'conSLdereg an. opt’-n and they lacked understanding for
‘\;l,~»‘ R vt .

ind1v1dﬁ§1é€ii,_

contrlbutedill
donate agaln glvenﬁthe opportunltx

| Although donors varled in the magnitude of their
'de51re to be the donor, all were w1lling to be tested to

)
determlne ;f~they were an»appro

bwanted-the:best matohed bone ’w for their Bibling

~used to donate. Donors felt that they W

-

1ate match. All donors f"'

‘ Most wanted to be the person that matched.vanlyztwo,donons-

\

&t

x
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¥

1lstated that 1t made no dlfference whether the donor was

them or" one of thelr 51b11ngs.- All donors felt that

d' donatlng was a phy51ca1 or tanglble act whxch could affect :

the outcome. It offered a sense of control and decreased .pr

@eellngs of helplessness.i:*'.f fh'
'I had some control.. It _was ‘the flrst tlme that I
felt I could do somethlng I had a chance to do .
. somethlng 1nstead of belng helpless._'; |
It appeared that 1nd1v1dual 51bl1ngs ‘had thelr own

guldellnes as- to what constltuted a good match They

ralsed 1ssues ‘such as blgger was better, same sex‘donors_¢
were better, and 1nd1v1duals who were most avallable or

leaSt:inconvenlenced were better..

v

'I was a llttle bit macho too. I”didnitﬂwantvmy-

: 515ter or llttle brother to have to go through the
. thlng v ' | ' '

N 'I knew they'd take my bone marrow before they'd take

*_my other brother s or 51ster s bone marrow because I'm
-1 : .

'j'iV.ybigger anyway. . ;? : "*":h.~' o _f: ?‘ﬂ_ﬁ.*’

e .
I flgured that I would be the ene because X was the

': only one that dldn't have a job or famlly SO I would

I

J[pbe the 1og1cal ch01ce and 1t ended up to be true.

fOn hearlng that they were the best match all donors -

"a'made an. 1mmediate dec1s1on to donate.v Thls declslon was

not made after carefull welghlng the pros and cons nor was

Ry

“h 1t made over . several days. It was- often made prior to a

-

a2



3ifull understanding of what the procedure entailed.f'nostd:;;:

-'-fThey felt they had no ch01ce 1n this s1tuation.

'”_ forlglnate from the moral codes

'"i¢'donorsn_ In\general “the prevailing belief was ‘that 1f one

- responslbllity to realize that potent1a1 Donors saw ilfe'

-as being one s most valuable asset and appIied the goldenv

. to thlS 51tuat10n.;m:‘1" iTuL

ﬂfiresult and feelings of protectiveness for their remainiﬂﬁl

,.

is presented w1th an opportunity to. 'make a dlfferen‘A'ziﬁ~.

fthe quality of 11fe of any other 1nd$v1dual, one has-a;':h

j_knew 1mmed1ate1y that they would donate if they matched o

'I didn't think T had any option in the matter., There*

s.ﬁ

"'was no dec151on to make.. It was kind of automatic. ff _m“f-d:7

'lzz'It never crossed my mind that I wasn't 901ng to do

:This,automatic 'decision' to donate appeared to'f

v"eld by the\indiv1dua1 éé

T

rule of 'do unto others as you would have them do unto you'ai'

'Life is- more 1mportant than 3ust a little blt of

;isuffering U

| 'If I had refused somebbdy else, then I wouldn't see

- G-

1 .any reason why they'd have to help me, really.

",~Several donorS’also described other reasons for ;f”;iLﬁr:v
- wanting tO be a dpnor which included feelings of 'being

:“fable to do a qreat thing a?d get a little attention as ai;'

B

51b11ngs.» Some believed that because they were older or

male, they. were’ more able to manage this procedure. Only

a3



;ﬁt%\’\ - G .
fffn;~‘one of“the donors, however, related any awareness of the

'-ifEeiings of her other s1b11ngs when they were not. chosen.’

":f She understood that her other 51b11ngs env1ed her.'

| Two donors had SLbllngs who were equally matched and

o fboth of these donors cénsxdered themselves to have nov

.,J.

' of abdlcatlng the;r role rn favour of the other matched

'51b11ng They aSSumed that thelr bone marrow would offer* s

rec1p1ents thelr best chance for a healthy llfé. Refu51ng

zto donate was conSLdered an uncarlng act
_ i Donors' moral code was operat10na1 1m varlous aspecgs
--_“ . .' . .
mOf the transplant experlence.i The moral code 1nf1uenced
_ G

3;jthe1r dec151on to donate and-to v1ew that donatlon as -

B} . .
-d

s nothlng spec1al thelr perceptlons of persons who refused
5 .
’;to donate, anﬁ thelr w1111ngness to: donate agaln in the
A ) N
]future. Thelr moral code dlrected tﬁelr thlnklng and .

' 'fffgprescrlbed the approprlate behavgours

Most donors felt they had,got done anythlng spec1a1 in

: e
donatlng the bone marrow - becaﬁse thelr ﬁvral code had

" r ‘?Vi ¥
requlred thls behav1our.l ﬁhey belleved that other people
?;'f‘ would have 51m11ar mora% gadeS'and therefore would have

N ‘v ‘4 <.

b

;,their frlends whoHad told‘them that they ‘too would have‘

. /,

iff@ﬁ donated if they éere in a 51m11ar p051tlon.' Two donors d1d'_E

ff';ff regard the donatlon as- somethlng spec1a1 but the 'f' ‘7‘

'7';fre01p1ents ;n both cases verballzed a sentlment that they

reoen *t,choxce in the dec151on to donate._ Nelther ‘had any thoughts, )

. Pty .
adone'the same thlnég *Thls bellef was'relnforced by some of'



:Q°gawho would refuse to dohate or who;wéuld request some form

EIEEL IR
;hause their‘mora} code had directed their behav1our. ’
‘and because tﬁéy assumed others:would have similar morai j;%t”g;

rcodes donors 1acked understandlng gor.any potential donor‘ﬂ

€. -

G

.39' :

-l:o/of relmbursement for donatlng The 1ssue Was raised by one *ffjhv

"ffany minor rlsks.“;f' N T,f;;.";_;:jf_v-ﬁ:

NS "! o
[[donor who had watched a telev151on program abodt a: cousin 7u~

l l‘ AT
‘who had refused to donate. This same s1tuatlon Was: then\"” e

o PRI

”:presented to all donors for their reactlon.e Only three :

joother donors had heard Bf 51m11ar 51tuatlons.,,However,h?aliﬁvd
v donors expressed disagreement and disappéintment W1th such,fi{?h E
‘M:a dec1sion. Some donors became quite forcefultin stating

U'their} rror and dlsbeiief at thls occurrence. dtV“mf ffg_fﬁf,[?'i

S Donors perceived the donation process to be a. minor

K

'procedure whxch presented little risk ft 1nvolved an

'worgan which had the capac1ty to regenenagg}> It was ‘a- minorlk”i;~
. e £ '
11nconven1ence for donors dompared to the opportunity to

1'help their 51blings by potentially sigéng their lives.f

This benefit in the minds of the don 8, far outweighed”]ff;fgpf

v; Donors coné&dered 1nd1v1duals who refused to donate to §;

_be selfish and inhumane.: Several described them as - fc;
ftimurderers., They found such an act to be incongruent with ;i
“"wth21r moral code of taking the opportunity to'make a o)
ztdifference 1n an’ 1ndiv1dual s Iife if one had this o =

: A R '
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o

potentlal. Although they could not understand how an L
' \

pdlvgdual could refuse to donate to any person, 1t was

more 1ncomprehen51ble when 1t applled to a famlly member as

’uglve her~cou51n a chance'f

C o=l -

t-v That's 11ke shootlng somebody once. and just lettlng
~her dle. :

""I don't know how people can do that even 1f 1th not

- a relatlve. It just doesn't make sense to me

-'That's 11ke comlng out and saylng,yLet her dle. ,f__.~

thls was also percelved to be a lack of carlng e
Coh A i T
:~J?'“'That's just as bad as. murder because she dldn't even o

s ;persona&ly. Why would you pass ‘an opportunlty to help f;

T someone out :zﬁv" '.,'. - _,f . _d* W e

7f}TThe donors' moral code 1nd1cated that they actuallze

‘7?Hany opportunlty whlch would offer any 1ndiv1dua1 a chancev

'.f'at a better llfe.' Therefore, for these donors, 1t would be

?gworse 1f one refused to donate and the person d1ed than 1f .

ﬁfone d1d donate and the person d1ed.» In the latter

_v_51tuatlon, at least one had trled everythlng possrble :Thé‘

von

-

"'chance had been offered but the potentlal cure had not beenba

4o

reallzed In the former s1tuatlon, no attempt Was made to

,loffer the chance of survival.l Therefore, one is- left w1th

’rthe uncertalnty of wonderlng if a drfference could havg

~ (.‘

'been made;; For all donors, thls uncertalnty would have

"_been unbearable. They would have experlenced feellngs of

f'gullt and remorse at not hav1ng actuallzed the potent1a1 to

un]46;""

RS R



| stated that they wouf“'

. .,‘.. .
“,make a dlfference , a llfe threaten1ng 51tuatlon.'_;”‘af Ly
S g R R
",,'You'd carrﬂ&&tound tha@ gullt for the rest of your o
VAR S Do

: llfe.' It would be hard to llve w1th'-

"'You'd‘be left wlth the gullt wonderlng, could I have
o L
- f,helped To me, that would be almost unbearable.

'h;'All donors found 1t d1ff1cult to COme up w1th

Ly

‘fTscenarlos.ln whlch they felt 1t would be acceptab'e for an

'f,ylnd1v1dual to refuse to do te.‘ Some could no th‘yk of:
p'any such 01rcumstances whizz others llsted situatlons in
whlch the donatlon procedure would pose a threat to the 1”

i*llfe of the donor, pose a threat to @he life of the

.‘rec1p1ent prolong the sufferlng of" the reclplent or placgs?h

.;severe emotlonal stress on the donor.fffvf{}’j‘ wi,:f fff»fl';'7'v :
W1111ngness to donate agaln seemedvto be‘lnfluenced hf!(?\\f
f.more by the donors' moral code than by thelr posttransplantd}

¥

',Texperlence or by Ehe.sugcess of the transplant All donprsl o

@fonate aga1n for elther a relatlve l;”bfff'“
R < B ' g R
~v. .OF an unrelated person.. They also verballzed a willingness_'

l,..

f‘nto.partic1pate in. a natlonal donor pool. ) ' 4 .
:'?'You do what you can to help.' That's the way I was‘fv
- bﬁsught up.: No matter if you know her or not. .

| 'ghe chance of saving anybody's life, as many tlmes as;ff’ﬁ”;'
= 1t would“takg,’as many times as I could, I would.:I

g
think the bone marrow, for saving someone s life, it £r~;[\_/f

”m,,was n@thlng 5f"hfirfﬂujﬂa¢ *,_fing]3“?pffd35,?”*"1,

el

"’, In summary, donors saw the physical act of donating t‘fhfﬁi T




e e

.-E 'pbe a mlnor?znconvenlence wh%n compared w1th the chance o%@
“iasav1ng the rec1p1ent's llfe : Thelr qpralgcode appeared to:"
:'j“;guide ther\\thlnklng and theLr behaVTbufgqhmhey‘undertook
&action Whlch could affect a dlfference 1n the llfe of

"another 1nd1v1dual ﬁ All donors reafflrmed thelr dec1s1on

4
T -

t7to donate and would donate agaln to an unrelated or a
\_ : .

frelated donor. ’pa:;';5' !_V-‘ ;' ”‘~v‘_ fn~ w
- AR n .. .

B Conse en es of Dec d1n to Donate

Donors remembered feellng worrled and scared after

(, they had agreed to donate.‘ There were two aspects to thls_' f
_fear'va) a fear of the actual procedure and/or b) a- fear of

= hospltallzatlon B _g;; L : _’”?‘ffh;::,'q.,'? j§H3}
e ﬁ 12' Fear of the procedure. »Whenndonorshinitially‘heard'b'
U that they mlght be. the donor-they wondered what thej” xr :

: procedure would rngolve. Some 1mag1ned that 1t would

S

rethre a surgical procedure 51m11ar to other organ o
Ty
transplants whlle others elther asked questlons

plmmedlately, were w1111ng to do whatever was 1nvolved or

p'avolded thlnklng about the 1ssue..«_lf;

Upon hearlng the words 'bone marrow transp}@nt' most

1

, donors v1suallzed what the procedure mlght entall. Donors -d'

. 2
E ;in whlch some - bone wai,removed and subsequently relmplanted

3

(\;/;,/dmagined that the transplant 1nvolved a surglcal proceduﬁ)

' llnto the rec1p1ent These 1deas seemed to germlnate from

N

an assoc1atlon w1th heart and kldney transplants.: Donors a

had seen TV news reports whlch descrlbed surg1cal fd



T T T @ S e 4"9-;:‘ .

fi'ﬂlrterventloné?related to thgse proceddres and they llnked

;’pthelr upcomlng transplant experlence w1th t

L (O

d

vddesorlptlons.-’ns'$;°ﬁ.f ' e
Donors who d1d not 1mag1ne what the procedure mlght
: entall descrlbed respenses whlch 1ncluded asklng v4

igof what to thlnk _avoldlng thoughts relatlng to uhe

'iylmmedlately what the procedure was, llke when they flrst ,‘ipﬁtﬁvi

- heard the words hav1ng no 1mages because they had no idea

"procedure in order to decrease thelr own anx1ety, and L Ve

5id1ack1ng cur1051ty beoause they were satisfied that thls ?ﬂﬁ_

$

- e
>

k' procedure would he].p thelr sxbllng Mosgonors dld not o ‘

, know how or why thelr donatlon would help, only that 1t

J7would. f'lff'

e.

"I thought 1t probably meant taklng a bone of some

ve3( sort.. I dldn't know where 1t came from., I 1mag1ned

' vf\f’idlt would be somewhat debllltatlng for a wh11e but

,r‘erl_.The donors who 1mag1ned debllltatlng surgery arl

'ltagaln, I dldn't know how., Transplant Just sounded

:ellke a major thlng. On TV, you always hear of heart
v‘and kldney transplants so- that was the only way I
."could equate 1t. |I really dldn't know what bone

B . L S
“*marrow was.

°

' . v -

descrlbed fear regarding the procedure.‘ However, theseh_

donors d1d not wrthhold their consent~de5pite their

.concerns.f They agreed to donate before they knew any

detalls of what to expect.ﬂ They did express relief



. | - K 'v " . " . : e, N L _. W .

.v,\

however,\when’they were 1nformed about whatvthe tranzflant‘

- it ST |
._wheuher I Jbu}d»or wouldn't. If 1t\was me, I wasfg
J.

”ijg01ng t, do 1t no matter what._ When‘they explalned

-1t dldn't sound 11ke that b1g of a: deal. ;-th )

" All expressed satlsfactlon w1th the type a.d amount of

'lnformatlon they were glven about the donatlon event.'

..“

'_vEducatlon was. not only prov1ded on an:. 1nd1v1dual basms by

I'the health care staff but donors also collected add1t1ona1

‘ _from thelr procedures, read 1nformatlon.panels 1n the‘

-

vllobby, talked to other donors about thelr experlences, and

.'f:talked to nurses on the unlt.: In general donors felt. they»

o had been well 1nformed and thag they understood the B

.fupcomlng events as much as they were able.

g
Fear of hospltallzatlon' Donors descrlbed a fear of

-t ) -

<°undertak1ng a new- procedure on thelr own,' However, they

. rocess to me, I was klnd of kﬂﬂleved cause then g‘“'

' . 50

Ce .o

:51nformatlon on: thelr own.; They watched other donors returnnn"

R 5ﬂst111 wanted to donate.' Thelr concerns were amellorated byli”:‘

fnf:strong des1re to make a dlfference -in the lifé. of the

":rec1p1ent.

_thelr trust and confldence 1n the medlcal staff and thelr L

AR
s

.-<\

All donors descrlbed some. fear of hospltallzatlon

¢
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S This fear occurred‘after they received their donation
‘hnformation/education and was gréater than thei fear of. ;'ff\i"
the actual procedure.' This apprehen51on dld not appear to;f"

s;\;;k stem from any past experiences w1th hospitals but was - ﬁoif

y : B

) related more to a fear of the unkn%yn Some donors

: actually enjoyed v151t1ng their siblings or other@atients .
'f‘ on the unit ans%Were comfortable with a hospital setting

However,_the 1dea of thelr own-hospitalization was‘

frightening For most donors, this was their first
/hoéy encounter w1th hospitalization and they related a vague
’ | feeling of unea51ness that they found difflcult to

: -‘:‘9 . :
f'.jt, characterize.' Fearful experiqgces 1nc1uded being admitted Q:f_,

to hospital staying overnight,.or g01ng 1nto the operating

St 'room. Common to these events was the fact that they were

]

.;’either new experiences which they had to go through by

P themselves or experiences of which they had little prev1ous

1nformation.. Ny

'I wasn't scared g01ng 1nto hospital ,i*d been in
» hospital before and my whole family was there.v Just
h,n;fwhen I had to go off by myself like w1thout my
"'.?;"v. parents w1th me.p;v." E R
v_'You 3on't have a clue what it would be like and 1t
__;_h;.was all brand new. ._d v] R B g. |
e Al S S )

While most donors viewed this new situation as lscary' tﬁé,fi_"

dohors identified an exciting aspect of this 'scary'jd

,3.!
kS

;- situation. Thé& described the experience as novel, unique,

-

Sre el T
= N R
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\\nd dlfferent and therefore felt an exc;tlng k1nd of

e 3

nervousness .

L

'I. thlnk it was’ an exoltlng nervous. Something’

\.>d1 ferent, somethlng,new.v You know how you get tense
o : Q- o
vvwhen‘you re doing SOmethlng new._ Klnd of nervous

' because you re not exactly sure, hard to sleep the

e

inght before, that klnd of a nervous because you' re

exc1ted. S T "_,"',r e

JDesplte thelr concerns regardlng hqspltalizatlon,.u

: donors drd not w1sh to w1thdraw thelr part1c1patlon.

o

'I was scared about 901ng 1n but I was klnd of happy

‘ that I could do thls _ B N |

~Dogors' fears were par!hally allev1ated by thelr trust and
confldence in the med1bal staff.,: Most dld not understand

Vhow the transplant was helplng the donor but they belLeved

t:the phy51c1ans who sald it would. They assumed that thép

donatlon procedure was safe because they belleved that the

medlcal staff would not have been asked them to perform the

"ﬁprocedure 1f 1t was unsafe. ThlS trust 1n the medlcal

staff and thelr strong de51re to save. the rec1p1ent helped
'donons cope.ulth their fears.
The actual donatlon procedure was descrlbed as belng

'ne blg deal' desplte the fact that all donors remember -

£

having paln. The pa1n lasted only for a few hours or a few‘

~days and,it.!wasn!t bad at_all. As ‘a result all donors

[

SN
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.

';3,.
1

¢
o

‘9

e
£

£

\§dv1sed new donors that they need not be concerned about
thg actual procedure. In general they felt that the f'
Beneflts to the rec1p1ent far outwelghed the discomfort
they themselves experlenced from wﬁevdonatlon.~

i

. onseggences of Donat;ng. For donatlng,-donors e

.arecelved rewards from three sources. verbal pralse from R

,’%“@

frlends and famlly, feellngs of apprec1at10n from the ‘fj'f

rec1p1ent and anreased self esteem.1 Appreclatlon was 'j,f

expressed in tanglble or 1ntang1ble ways and occurred o

M ,(~

regardless of the outcome of the transplant experlence._,
Donors appeared satlsfled w1th elther tanglble and/or

1ntanglble expre551ons of- gratitude.. Thelr moral code had
determlned thelr dec1sion to donate and most believed that

any rewards they received were a bonus for doing something

' they ought to have done in the flrst place.

'3\’f ' Close frlends and relatlves were more llkely aware of

‘-'contrgbution than cla;pmates or.teachers._Theréfore, verbalf

]

-

the donor s role and had an apprec1at10n for the'donor s_-vfs

EXLN

S-.?,
f%om close frlends and family members.

rewards came; maln;'

While few‘dpnors\noted that classyatés on teachers were

klnder tofthem at school mgg@¢8aw no dlfference in the way i

i

@ .
oth r students treated : Classmates often had little
ﬂge

u rstandlng of the role of a bone marrow donor or of the
bone marrow transplant procedure.Q” | |

R All donors also: received some sense of appreciation R

¢

from the reclpient,iexpressed in tangible and/or intangiblejp'

Lo
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ways. Only two donors recelved any tanglble ev;dence of
the rec1p1ent's gratltude.‘ One donor recelved a stuffed
anlmal and another recelved an older model car.-.h

*She- 1ntroduces me: to people she knows as the one whoy

'saved hervllfe.v At Chrlgtmas, she always buys a glft"'

’
I

for me and rlght afterwards, she gave me a car. 'I

could do no wrong, almost
.The remalnlng’7 donors recelved only 1ntang1ble rewards.
They recelved no verbal expre551ons of gratltude nor dlda
'_they recelve any glfts However, each donor §1rm1y

'belleves that the rec1p1ent 1s apprec1at1ve of the donor s

o role. Thls bellef was also ev1dent Jin, the two donors whose

"

=

freefblents,stated that they could have surv1ved the dlsease '

;apprec1atlon, dentlfled a feellng of gratltude from

certaln rec1p1ent behavxours, such as, dlfferent tones of
-~ Voice andjtﬂgpre carlng and gentle approach. Two donors‘-
:lassumed‘%ﬁgtéghe fec1plent was grateful because they were

J»rcognizaﬂﬁéof tﬁg fact that the1r s1b11ngs wvere sens1t1ve

gt
and caring g;d1v1duals.' ERE,

Y. e

: .
"Shﬁ was*klnd of dlfferent w1th me, klnd of more‘

A, l\.

caring, warm, and gentle.b Shé used to. talk to_me in

tones that she'd never used: before.-

‘,f]She thlnks quite a bit lake mgaand I thrh§ she dldn't
- . . edﬂl C
Just want to say thank you. Words Just were: not enough

4' ',5' S ,v:;?v‘



: Only ope donor expressed regret at not havxng recelved at

’7_;donor flrmly belleved the reclplent was grateful.

fleast a hug and a thank you, Wthh was all she wanted

;had no need to dlscuss thelr role as a donor Wlth the'

-so I don't thlnk she bothered saylng thank you. but'i;;
! L

5However, the rec1p1ent in thls case felt that the donor had-

t'-‘an Obllgatlon tQ'donate., Desplte thls;dlsapp01ntment the;p

—

Few donors talked to the rec1p1ent at any great length g

about the donatlon procedure. Some donors stated that they_p

',reclplent whlle others.stated \hat they d1d not know what

between the donor and the rec1p1ent were " conducted 1n a

to say.l In fact,‘most donntron—related cqﬂyersations

. f-lx
13

'fjoklng manner only The effect of keeplng pommunicatlon'y

k ¥

:ybetween rec1p1ents and donors- on a ]okang, light ve1n

.‘appears to be part1a11y rn response.to a de51re on the part

'”fof the donors to down—play thelr role in sav1ng the ‘_s e

-~

rec1p1ent's llfe : Donors seemed to take an actlve rele 1n R

'ensurlng that the rec1p1ent would not feel a)need to repay '

.them._ - ’ “ L - | | W

l.;;' _ ;have to say thank you for, I don't think.

’-'I knew how much it meant for me to do 1t but I nEVer
’,wanted her to th1nk that she owed me anythlng or that

1I was’ do1ng her a favour. So I never brought it- up

«other than joklng occasionalry It wasn't appropriate.f{-”t'

=~It was ‘the rlght thlng for me to dow. It's nothing you f

e

Ve



H;.donors, they did no. wish* to be rewarded because 3
‘»_wmind it- was somethinq they wanted to do and 1t

't,'no big deal phy51cally'

S
.

. se
S o _ Fi 8
It was 1nterest1ng to note, however, the response ofb;:

1

’7'two donors who were asked to piace themselves in the role_pv'

of the rec1p1ent who- had jhst received bone marrow. Theyu

_.both felt that if they were rec1pients, they would strongly
iizfeel a need to repay the donor, although they were not surel

hhow they could go about compensating the donor. However, -as .

N 17

All donors were proud df their role in the

A:experience. Hav1ng an opportunity to make a differenceiin '
”-their family s 1ife resulted 1n donors feellng 1mportant (j
”’and valuable.u Subsequent feelings of 1ncreased self esteem
: ;occurred‘regardless of the outcome of the transplant.» They

':,had done something 1mportant tangible, and unique for a ‘

family membgr. _'if'j"j* . "t:ﬂ‘.g’”{'

In summary, most donors appeared to be satisfied w1th

L P

'&the nonverbal communications of qratitude. Donors av01ded
'.conversations relating to the transplant that might make'
‘; the rec1p1ent feel a need to repay them._ Inﬁgeneral' it
f‘seemed important that donors sense their rec1pients'

i appreCiation of their efforts but the method in which ,

_rec1pients communicated this gratitude waf not critical.

L] M *

‘e Post rans 1 nt

,v Donors expressed a continued need to a551st the =

. dvf recipient in the posttransplant period ugnating had made



e T,
N

'a;”n'a tangible contribution towards making aydifference 1n the

; snpretransplant period.‘ After the donatioh donors watched

‘-.ev1dence of ;@provement was forthcoming ‘or if the recipient ff

P

" for the rec1p1ent's health status. Some expressed feelings;*ﬁ

'_'need to help out in tangible ways to avert a, potentgtlly f;‘ o

fatal or unde51rab1e outcome.

;ifor 51gns of recovery to determine 1f thelr actiéh actually.'"

L 3 _
_made a dlfference for the rec1p1ent. If “NO-" immediate L

. Iﬁ n

7:developed health problems, donors again experiencpd concernbﬁ'

‘of guilt and felt respons1ble for the behav1our of their

bone marrow in the re01p1ent., Donors again experienced@p

v e

Waiting period Donors often had unrealistic

szexpectations about how qulckly the rec1p1ent would recover
v.posttransplant and about what that recovery period might

;entail. For example,-when they were told that the ‘

(

’rec1p1ent had a 25% Ehance of surv1val the donors believed

l

_the rec1p1ent was part of the 25% that survived and not

' part of the 75% that dlad @hey expected the}recipient to

'Jsteadlly recover after reoe\Ving the bone marrow and

further, they expected the recovery would lay the

:JThe donors would then have effectively'made a difference in

PO T

*hfthe 11ves of the rec1p1ent and the family..vf.“:

} Whea,the desired effect was not forthcoming, d°norsf};:'"

‘;pfelt frightened scared helpiess, Surprised and/or tf:w; -

impatient. These feelings were reinforced when they’saw:jf:f;j’~

i -.;' S .s,

groundwork for restoration of a normal family lifestyle.ﬁ.Lyiii”‘

PR



'""title to the bone marrow but accepted no respon51b111ty for .

vfgother ﬂ§%§ents become serlously 1ll ‘die wh!';‘

7process of thelr recovery, or retu?ﬁ/l-z years

.descrlbed no such feellngs.; One donor Stlll felt some

'1ts behav1our in the reclplent.,' j: o

el Wl AR . Dy
- R s . .
- - '
: &
e o g
u

'_vposttransplant in 1ess than excellent health. Donbrs had
to 1ncorporate thls new 1nformatlon 1nto thelr present _[
fframework of thlnklng and reallgn their expectatlons.,"

'You thlnk you re g01ng to go 1n and do the transplant.

and everythlng is g01ng to be f1ne and yon go home.

And as you re- there a blt of tlme, a lot of people dle

. S
.

_ and you start to reallzé that this is really, really
serlous and you get scared. You reallzed the doctors

| "dldn it have control of thlngs,

All donors con51der§d the rec1p1ent to. be the owner offf

* : : v

: tK&.new bone marrow. However, several donors Stlll felt

poase551ve about the bone marrow and assumed respon51b111ty

v

- for the way 1t operated in the rec1p1ent._ Three donors

'l"‘i‘ )

.

L

»way thelr marrow functloned and that they had no control

-.over 1ts behav1our in the rec1p1ent. Profe551onals and

relatlves also told them that they were not respon51ble.’

»

1However, thlS knowledge and these reassurances d1d not

) change'the way the donors felt; For one donor, a verbal

Donors who aSSumed respon51b111ty for the behav1our of

:therr marrow }n the rec1p1ent belleved that somehow 1t was . .-

a'not\adequate. They reallzed that they could not change the°“
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. reassurance actually relnforcedihqslnotlon of 'f ﬂf;A_ﬁ\3 T

nlj‘responflblllty because anoﬁﬁir person had verballzed the

”‘vfeellngs.

’;' same thoughts, thereby prov;dlng afflrmatlon for these

E .(.. l‘

'f,]\sv These donors expressed great 1nterest 1n the daily

:“'_health status of the rec1p1ent and felt gullty when the

o rec1p1ent experienced any health problems. The feellng of v

v{guiry’seemed to be affected by the donor s understandlng of

i~the ‘cause of the health problems. If they believed that;%fif
- : d%u;‘_;.l

]] the health problems of the rec1pient were rela;ed to thg

jbehaV1our of the donated bone marrow, they descrlbed%a

1 @

feellng of 'my marrow shouldn't be d01ng that to her'fyu_KGF‘:ﬁ

often donors dld not have a clear understandlng ofmthé*:hfl;‘, : g
* ' ‘"¢77'}£f

»cause of the health problem.“ Féw understbod tﬁe normalv' frar

‘‘‘‘‘‘

them,as an»fﬂ%f“
q ‘. '~a :

ko

:7offender. Donors d‘sumed respon51b111}y regardless of the

“,'GVHD. Factual 1nformatlon dld not impliCaa”

‘health status of éﬁé rec1p1ent and %rten were-unable tq Elfﬁ%u
_5art1culate why they felt respon51h1e, only that theyudid
: 'If someihlng goes wrong, maybe itﬁw;s someth{ng
because of me.i You try to thinkﬂof somethinggyou 8 -
U'could have done and there,s not really anything I f;lk‘,id;fl@
ffcould have done to ohange lt Maybe if someone else : |
',ehad donated 1t would have worked It.makes you think

‘j_jabout it-- ;y ) t;?;_ _v :ec;ryynxithvtfy‘ i”_ly th.m;?wgf



o . . '\/ .’ . . . . .
 'The hardest part was\the wa1t1ng afterwards, to see

L,Llf 1t was g01ng to take.v How compatlble 1t really .

",was.:,“
',Donors who d1d not accept respons1b111ty for the way

fthelr marrow functl‘ g the rec1p1ent expressed elther

'_frelief or sadnessﬁl h”e health status of the replplent

u-

ffThey were more llkely to feel dlsapp01nted because the .

re01p1ent was 111 and that was hot a good 51tuatlon for -

their s:Lbllng to be in,’ ‘but they did not feel culpable. &, .

L

'If 1t dldn't work it wasn't my fault It was just

'the way thlngs go It wasn't anythlng that I was

‘®

\respon51b1e for or had any control over.. The doctors o

v
-sald that I was a match and that it should work and

’ that ‘was thelr best, guess R li T ;'." . “_e;bx

A

vated to rec1p1ents of

<L
“ '\.

. Whlle some donors Wh'

&N

: T :
-Aldentlcal sex verballgedaie
. N

=way thelr marrow- funct1 ned,;n the reclplent donors Who

60 .

'ngs of respon51b111ty for thef'

,donated to a member of the opp051te sex were more 11kely to.f

’ express these feellngs. The 1dea that male chromosomes o

4

"g11ved in a female body or v1ce-versa remalned a sallent

‘vconcept in the donors m}nd. ThlS dlfference was enhanced '

'.1»by comments from famlly members or staff members.v

BREE ¢ remember my mom telllng me that R would always havey-

'female cells in, hlS marrow because it would always be
'my marrow so I thlnk thatls k1nd of what cemented the

.

\»h‘feeling that 1t's st111 my marrow in hlm._

» .



"speed the healing process. .fjjs

act1v1t1es which could avert an unde51red outcome.('h5[f

':quever, appropriate 1nterventions were less clear and

"The doctor said they could tell 1f 1t's female or

fmale and 1t's all female._ My bone marrow made more e

:'bone marrow in him so I guess 1t's st 11 my bone
= marrow. ;:f L ‘_ o L

In. summary, donors expected to see a rapid 1mprovement

e o

"~ in the health status of the reCipient posttransplant v

ﬁ;Instead they observed the death of other patients and a f.

d.lack of. 1mmed1ate change 'in their s1b11ng Some donors s
‘expressedi%eelings of guilt when the health status of the

A_recipient deteriorated or dld not“rmprove because they had L

assumed responSibility for the way their marrow functioned

1n the rec1p1ents.; As a result donors became 1mpat1ent

v_gand again expressed a need to perform some act in order to

'Donors who dld not observe an improvement in the health-~—~

4

-status of- the rec1p1ent felt a need to perform concrete

.}‘.’,u

/‘

_1 donors dld not know how to contribute at this stage.- Most. -

'offered psychological support measures in an attempt to

1mprove the emotional state of gpe recipient.v Donors who

™

bfwere able to fulfill their need to intervene~expressed lessffx

T regret at being discharged home than donors who believed 1»”‘

'{jthey were Stlll needed by the rec1pient Or the familyo- At'”

the end of the transplant experienée, donors experienced

e




S undertake varlous helplng efforts.- These efforts COnSlSted

-’some sense of loss for thelr role as 1ndlspensab1e helpers..f;:ﬂ* S
Throughout the transplant experlence, donors fiffﬁg,t-”f?*;F}j;j

-;fverballzed a need to- perform tanglble, physlcal uhelplng t:zgﬁggzlfgr

'vacts. Thls need remalneﬁ ev1dent unt11 donors observed @, ”f,;ﬁr:@’e

:dlfference in thelr 51b11ng..Donors who d1d not see an,
. A '.fb‘
‘1mprovement 1n the health status of the rec1p1ent aga1h4:5 :g»?

. ,.felt helpless and experlenced a loss of Control If the A

fdonatlon had not resulted in the>des1red dlfference,',

somethlng tanglble had to be- done agaln to alter the

present 51tuatlon. | Ai 3Q‘vv;fw;fA];~\';nv' Gf':f;_gffi:_}ff:}§
. 'You ‘wan f1x 1t and you,want to flx 1t now.,-Youilfiffk}é}ri
. don't waﬁo waJ.t and see. -j So unt11 you see, .you : :

-~ N e X
Y. 5

want to. keep f1x1ng 1t unt11 YOu see that it has been.lfl;uulﬁﬁ‘

flxed. .

. Donors were often unsure“as to.what concrete actlons‘ : ;

',n they could take to effect a change in the rec1p1ent s 3
hcondltlon; However, deSplte the@rﬁuncertalnty, onors d1d gf;;f:f%i

'*malnly of psychologlcal support measures whlch 1nc1uded
',vactlvitles such as prov1d1ng dlstractlon, presentlng a R
po51t1ve,vupbeat approach and/or belng avallable for
.support.u Donors felt that these act1v1t1es could ‘,_g_,
_positlvely affect the recipient's emotlonal state and i
_thereby influence the rec1pient's health status.i As well
.these efforts 1ncreased thelr feellngs of control and "y ”

s

L decreased thelr feeksngs of helplessness.

-
Cy



'There wasn't really any other way I could help

S .

besides ]nst helping her not get down v

'I felt it was my jOb to be the emotional Strength I.;jlﬁl“

felt I needed to be there, giVing verbal support.,"
:°,However, if the donor identified helpful strategies that
’f:fwere incongruent Wlth the needs of the reCipient th‘

T donbr s attempts to help were met thh a negafive response:

‘pathereby aggravating the donor 'S feelings of helplessness.__:;

f 'She<wanted qmiet thingsfubeing there, holding her

"Sit there and say nothing My mother could but I

N ; Donors responded differently to gOing home ,
:*if' posttransplant._ Donors who had the opportunity to remain
in the transplant enVironment until they no longer felt a

need to prOVide tangible‘interventions or until they saw a-5

-r-«-—«- T

" gdifference had beén made in the reCipient's situaﬁ*gn
T Vo BT
e 3seemed to experience their discharge back home with less

¢

f‘~regret than donors who were not ﬂ’ovided this experience._ e

Ll cild

These donors communicated excitement at having the.f

opportunity to return home to their friends.f However,_'Vﬂ

"hand.J She didn't want to be talked to put I couldn't5l ;v»"

"couldn'€> She more or leSs kicked me out of the room.f'l_a}g'f

donors whovwent home while they still felt a need to 'fix.h5_“ S

V_"rythe situation expressed thepeentimegt that they were sent ;}”

~_away at a time When they were still needed-; These donors :zhﬁ;;?ﬁ



Y]

11ke there was somethlng I could dO*]ust belng there._ ﬂvfi'fi

'I felt I was d01ng somethlngslf I was there.:fI;"7'

“ant to leave.‘ I felt:more 1n¢control when_d<

wasn't but I felt I waj. -~ here‘was nO‘more I could do f'l./

there than I could do here but 1t 3ust felt llke I

ST e e e e )/4", ;~__‘”»
could v é&h;.”_. g ,,-gl s ‘.!_%,

v .

-~ The need to act or 1ntervene seemed to end when

V'elther the ﬂatlent was well or when the patlent dled. As .

long as’ the 1nd1v1dual'Was allve,_there was' hope._ Wheﬁ”thev’

o

‘rec1p1ent's health status 1mproved the dlfference had been L

Loy

made and there appeared to be no further need for

‘llnterventlon. When the rec1p1ent dled thé hope was lost
" o «'/ /o
the dlfference now could not be made, and there was agaln

. no’ further need for: actlon. The opportunlty to make a
-p‘dlfference was-gone. . L v

r'A

'When she relapsed it seemed 11ke everytthg w.,ffj

‘over. It took all the hope away from her evﬁr gettlng
o &
‘ b better.. o : .'.‘I o c 'j"r‘ 14 : |
o T T : T
‘7.1 If the patient surv1ved,,th1s need could repur on: ";_

.

v'“certain occa51ons.~ One donor descrlbed a need to ensure.
| that the recxpxent maintalned a good quallty of 11fe and
h o L2
received opportunlfges to make up for tlme lost 1n’

hospltal For example, 1f a s1tuat10n arose where a parent

was belng overprotectlve of the reciplent, the donor <

ﬁﬂ.’

(. W

dl,ﬁbh.



'fa key role in thls wholeﬁeﬂ-erience. -At some point,.theylc

o _lost their status._ This loss occurred either 1n the

'1mmed1ate postoperatlve period or. at the time f discharge :ff
home hhen they were no longer needed close to]thefzﬁit
' ’transplant env1ronment.. ThlS feeling of loss appeared~to};i‘
'}be more ev1dent 1n donors who did not complete their |
‘hbperceived respon51b111ty to prov1de tangible interventions

»or who did not see the dlfference made 1n the health status-:ff

L,

of the rec1p1ent.,i
| 'You weren't 1mportant anymore or necessary ;Youireih e
’l'not use‘ul anymore. You' re Just like everybody else.
‘.:'I felt detached.~w§ou went from belng needed to~
,;you re not needed anymore at all |

CIn summary, donors expressed a need to make a -

i-difference 1n the life of the reCipient., Although —
- .

' .appropriate 1nterventlons were difficult to identify, it

was important that donors fulfilled their desire to help
'sprior to the1r return home. During their struggle to .
,,identify ways 1n which they could help, donors observed and

'-enVied others who were helping in a tangible manner.-- o

: LS _NAXEe , Although donors
1yfe1t a need to 'fix' the sxtuation posttransplant, they



'4they saw and what they valued.. Donors saw that staff W

: ?elr own job - settlngs

it

- often could not 1dent1fy approprlate 1nterventlons..'

?.However, they observed the dally concrete helplng

66

"behav1ours of health care members. Thelr moral code," ich_“

'stated that a dlfference ought to be made in the life . _an-d

1nd1v1dual 1f the opportunlty arlses, agalﬂgnnfluenced

'able to make a dlfference both 1n thelr own experlence on

“’the unlt and 1n the 51tuatlon of the rec1p1ent and thelr

'other“famlly m@mbers They valued the staff's carlng ‘

Japproach and 1ncorporated thlS style of 1nterventlon 1nto

All donors valued the role of the health care members,

: o)
pec1ally the nurses, on the transplant unlt They -

Y

_of thevrec1p1ent 1n~a tanglble fashlon on a dally

4 basis. They prov1ded phy51ca1 care, supportlve measures,

I

'4fand 1n1t1at1Ves to rechlents to carry out thelr self -care .

act1v1t1es. Nurses were knowledgeable, prov1ded honest

' stralght forward 1nformatlon,'and were w1111ng to answer

-any questions. They had a cheery, frlendly, carlng

»:approach and a'sense of humour./ Observing these behaviourS'

in’ staff donors env1ed nurses for thelr knowledge and -

-.thelr ab111ty to offer ‘concrete 1nterventlons that could

’1. affect the health of the rec1p1ent

'They ccald get thelr hands . 1n there and do somethlng '

everyday where you couldn't"

rcelved that nurses were able to make a dlfference in the



f:'I just thought it was such a neat profe551on to ‘be .
:able to help on ‘a day to day ba51s llke that. They
really made a d1fference in the stay there.t ﬂ
' After observ1ng nurses and med1ca1 staff 1n thelr s
'helplng' role, 5 out of 9 donors con51dered maklng a .

career in some aspect of the medlcal prbfessron. However,

i_ only one of these donors actually followed through on thls

- S

hﬁ.lntent“All donors were hlghly complementary in their l

. “‘. ;

: comments regardlng care glven by the health care team but

they expressed several reserw%tlons about enterlng thls
-
: fleld as a. career. ~They watched nurses work hard and

'experlence dally psychologlcal stresses. They noted a. high_v

turn-over 1n staff on the unit. Although they admlred the

- nurses for thelr excellent contrlbutrons, they did not w1sh'

5 to encounter 51m11ar stressors bn a regular basis._ They
*dec1ded therefore, not to pursue'thelr health career,‘
.Iplans. 2-_",* . o | _ e
'It's just the heartbreak of what people go through
It's not even that people d1e, 1t's just what people

" go through.v I saw staff become so- depressed

sometlmes.( I don't thlnk I could handle it.‘

,'If anythlng, it dlscouraged me cause f saw what they-y

3 go~through., They get close to patlents and they take

a turn for the worse and that's hard I admire them

for thelr job: but b don't think I'd want it.r :

The experlence affected how donors operated within



o .’ o es -
thelr own careers;j Donors valued the.staff's carlng > |
| approach to: thelr work and thelr ab111ty to make a.
dlffe;;nce in the llves of other people. Therefore, in ’;'l"
thelr present job settlng, they attempted to demonstrate a';:
51m11ar carlng approach and tried to take the time w1th |
| thelr c11ents and employees.~-" | '
LD + do -a lot of problem’solv1ng | Although none of 1t
-1s medlcal I always try to show that I am genulnely
,”concerned w1th helplng the 1nd1v1dual . |
'-'I try to take the extra tlme, ]ust talklng to people.

'I th1nk that s real 1mportant p'v] -_,,{%;

In summary, donors felt that they could ‘make a
dlfference in the posttransplant perlod | However, they hadf~7'
dlfflculty 1dent1fy1ng tanglble acts whlch would have been .
approprlate - They observed the act1v1t1es_of health_care'
members and saw that“thevaere able to}Concretely_intervene
on a dally ba51s.. As a'result‘.the tangible"aéts of-darindt
,‘and genulne concern seemed to be carrled 1nto their ‘own |
f.chosen profess1ons. | | w
gogsggggncgs of Attemptlng to Make a leference j?

All donors were proud of their role in attemptlng to

: - Y

make a dlfference in the llves of thelr famlly However,

thlS feellng was moderated 1f the health status of the

" reciplent was compromlsed or 1f the rec1pﬁbnt dled. All
donors reafflrmed their dec151on to donate regardless of

the outcome of transplant;



s ey

: PosttranSplant -donors described feelings of increased‘g

: self esteem regardless of’ the outcome of the transplant.,fv,'f
o o
Donors of rec1pients who surv1ved felt prouu that the

‘ recxpient was alive. Donors whose rec1p1ent died valued the

opportuﬂity of hav1ng prOVided a chance for their rec1p1ent 3 -

to surv1ve. The whole experience of trying to make aj »
“difference and of feeling that one had offered hope in a’-

hopeless 51tuation p051t1ve1y affected dondrs' perception
of themselves.-f “ _'f »‘Ai_:,_fj, f"v .f' xlj‘x’ﬁf'ﬁ

'I feel good about d01ng something no one else could :

,d » Although I have sadiufmories, 1t's something
that I'm proud ‘that ";“'-'j T"ink everyone that's

.

done 1t should be ver 1.fﬁ jt they d1d it

;regardless of what the.a;: wfe was because it takes a “?Q
t.lot of emotional strength | It's Just being proud that
ryou dld 1t...It makes you' as an. 1ndividual feel better
"aboutmyourself.- I never had a;badgself—image butrit

‘hade me feel better. A ' ","1_ ;fih-"v

Y

. iy )

’ThlS positive perception was tempered by the health
‘status of the rec1pient and/or the attitude of the
.r601plent after the transplant. : 1f the rec1pient m.'(zv“‘%fi
experienced multiple problems posttransplant displayed a
'idepressed unhappy approach to life, ‘or died - some donors,
especially those who assumed responsibility for the way
, theirrmarrow functioned in the rec1p1ent felt some

_reservation regarding,the‘effectiveness»of their actioﬂs pr?'



v expressed”some dlsap901ntment 1n the rec1p1ent's att1tude

”'hf_offered someone a chance for a normaI llfe and all related

f\;hf;tff"i VOU1d be tempted tgf

,’v { ‘
‘w_Although all donors remalned proud of tnelr role 1n hav1nq h'J'

r

"feellngs ot 1n§reased self es*e these factors tempered '5_,;
oo s T e ‘
some responses. g -_' y'.ft:'f'_; ' ,T‘; T e

; '7'1 feel good about 1t but 1t bothers me whether 1t was

: 'jbecause of me that 1t dldn't work ' It takes away some

~ of the 9°°d feelmg EERE O DR I
R > ‘ ' o S A
f;'She carrles an attltude of well my. slght is blurry B

-_'but I*m allve aand :Lsn't that wonderful' I thlnk 1f
”fthey moped around and were depressed and sald I can'f

""*do thls anymore, 1t would be dlfferent. Then I thlnk

, / ?rlng it to her attentlon. ‘f;-g}' E

/.--

-;In summary, all donors expressed a feel1ng of .gf”‘yﬁﬁy

'.1ncreased self esteem.g ThlS feellng may be tempered if the icﬁ{’i
;‘\‘ R
health status of the rec1p1ents was compromlsed or if the

o Q.

: tg;reciplents"approach‘to thelr new 11fe was generally not

NN

’ prSltrvea» However, dbnors remalned proud of their role in;f"if,;;ﬁf

- L e R ‘ i , . v T ‘{‘Z‘

;fﬂﬁthe exparlence._ieijy ]if'n”vj* ]/“v'” 7ﬁ"» S &;f‘f

_-,..",. \ ’.

"hf,concrete act1v1ty and allowed them to feel some control 1n"’

Donors reallzed that the death of thelr 51b11ng cojld?,,r,

.gresult unless an 1ntervent10n.ocpurred. They intervene by i

h-donatlng, thereby offerlng the recxplent a chance for '\ﬂ_;_f

o

.\A S

survxval. Thls act of donatxng prov;ded donors w1th a:
: Ve

-



elpless 51tuation.v-5. ‘
;L%ifn,fé. After hav1ng donated donors watched for an
..H..improvement 1n¢the healthastatus of their smbllng’
Instead they saw 11ttle#change and heard about other
patients who died As this predicament was not the |

endpoint they had tried to effect ‘jhey felt helpless and

again—attempted to perform tangible acts to alter the'ﬁ 7

Q .
Situatlon. ThlS tlme, they provided supportive measures 1n S
order to 1mprove the rec1p1ent's feelings of well—being, '.pr i

'?thereby potentlally 1nf1uenc1ng the phys1ca1 progress. The,j; :
i N \ : <

rintérvene on b}half of their 111 51bling ended

,;*q&ﬂ E1therfwfffdthe death or the renewed health of the 51b11ng T

All donors were proud of ther$ role in bein? able to act 1n'@;

:¢ i;‘a tangible manner and sometimes envied others whom they sawfif.“év
E i;\as haVlng more opportunities to undertake such acts.‘””*“:53f7b :
1_{ S Adl donors 1nd1cated that the transplant experience ti
j“e;p;was a 'big deal emotionally' Although each donor y vﬂlff:;f{if:
i%id;iidescribed differentleveﬂts .as emotionallytgtressful, tﬁb < { j;
Eggﬁ;f;;ﬁ§£1‘:$i distress stemmed from‘two aspects of the‘ifﬁ;ﬁi'glf;vélz
’21i11exPéflénce: namel” their encdunter with death or some' “:”i .;ffff
.,]i{?aspect of the dyi_g process and their'adaptation to the ;!éliof; ﬁ

__rchanges in their veiyday 11fe"f Donors realize% 'hat their?%fﬁﬂe”

. ;sibling could d1e and they lived in an environmen_jwhere

";‘; Lothers might die._ This factor was emotionally difficult

;7iiand thereforh they wanted t;-mak..a”diffEIOHCG 1n:this :;,Jﬁti;;iﬁ




; llves andm'P the llves of thelr famllles., Thesedbhanges ‘7n”'

O ten51ons w1th1n the hospltal env1ronment underg01ng new g"

4,.? T T C

i:f 31tuatlon._ However, whlle they were engaged 1n ﬁ‘

'-in%erventlon act1v1t1es,_changes were occurrlng 1n thelr n»,ﬁ

§

n

fwere unexpected requlred adaptation, and exacerbated thelr

'feellngs that the experlence was a 'blg deal emotlonally

"_motnon_ll

o Donors were coplng w1th both the p0551ble loss of

G "

":their 51b11ng and the loss ofﬂth‘&r-famlllar llfestyle [',;w'

1 N

he emotlons of the donor were affected by 11v1ng w1th the

S}

) l'experlences, and coplng Wlth parental stress.» Whlle all

- 1
) result of 901ng through the transplant event they
'rfwere the most dlffucult td’manage.z_-ithjt’=

e

a“;living w1th other people and/or parents who were under if:\

N s
"*gj'stress, walting to see 1f the»marrow would take‘ watching

Ny
R

' donors verballzed p051t1ve changes that occurred as’ a

.+5

@

3aremembered that the emotlonal aspects of\the experlencev :5'

e . N
‘..':t- L [

A

Cghe 1llness experlence as emotlonally stressful llstening .

,.“' :

o to the screams of the 51b11ng durlng palnful procedures,':_J’

a
KX

g R : e S

'dr_others on- the unit dle, watchlng the reclplent endure 13[

2.

‘“f“llllness,.feellng helpless, seelng llttle chlldren who are -h

111 and worrying about the rec1p1ent's health status.

:TlfThey related a sense of the unfalrness of thlS satuatlon,

iflﬁ;the horror and heartbreak of what they observed and thelrf;»'

‘:concern and helplessness at watchlng thelr %amlly member

. : T e
) . o o N 4

Donors descrlbed varlous events or lssues related to

W

72 -

;;fhi‘



"differently, their ﬁ

L

';*g whp did not experience the transplant unit discussed issuesa:‘, »
: 1‘]}related to the 1oss of contact with family members or;the i;f?i,g

1iffwho liveq\on the transplant unit described issues rolated

' experience as being E

' recipient

o agiuria B9

enduring pain, procedures, and illness.' Common to all

these events and issuqs is the donor coping Wlth the stress
that results from an. illness in the family and from the ‘;fpjf.fff”
n&ﬁ'iﬂst*“dA-??'

pQSSibility that a death could cccur.i

Coping with the many changes that resulted as a

Y

'consequence of the illness ‘was another component of the : '1‘,:f-'“"

“1'big deal emotionally. , Many donors described their

erent' : Their parents behaved

;iends responded differently, the_’f '
rent things, anqkthey werf expected
‘lifestyle With new responsibilities. ,‘;

Donors described a eeling of loss for their preViously

\

7.:'norma1' familiar, and comfortable lifestyle.iifg3i"

-a'ﬁ’ “Donors identified issues as emotionally difficult

s e en ; f
based~on their observations, experiences, and perceptions. T

A2 5 - -

;f reCipients were vocalein expressing their distress

..,’ .

during painful procedures, a sense of\horror at what
\

must endure was expressedM*'H0wever, if recipients di *n

?ﬂ

vocalize their distress, donors expressqd limited-}warenessf"-*““~

o > - _|r

qpat tgese procedures could be painful._ similarlyﬁ donor_

‘\

;.¢gghanging relationships with friends at schoolgwhile donors

-"fto the tenSions and the heartbreak of events that occurred f;ﬁfisf
% . ’ L . . ST

n the unit.;gi.'}ffﬁfmt

]




IR

.. .. ." T

“‘f{fj'When R would have her bone marrow,'lt wasn‘t bad

'f;;because I never knew 1t hurt her until I heard another U

,vadonor screamlng' -

ih'Not\belng able to see”ev_rybody in my famlly llke I
'fwas used to.; T was confuse”“and L couldn't .
understand I felt neglected.. v

a_Desplte the fact that donors had dlfferent c1rcumstances A
»;tthat were emotlonally stressfull all donors stated that the

memotlonal pa1n was the most dlfflcult aspect of t&e

xtransplant experlence._l7 ‘C-;&;'i"

PR

' “: #wf y'The emotlonal well that hurts 1nslde and lasts_;

.A\\ \

'rtdays.: You feel 1t when you talk about 1t It wxll

1Y

rfprobably last for the rest of your llfe.v What stlcks

-

"*itout An’ my mlnd 1s the emotlon, the feeilng was }ust so
:'stro;s extremely sad a bunch of mxxed up feelings. v
PR y P

- You') mad Ehat 1t's happenlng, sad and afrald..

‘

“si'YOu had a lot of emotlons.q You ‘had to face a 1ol of Lf'

ll“tn,fnew thlngs and yoh dldn't qulte always know‘how to

s e

fa.ffjrgact ox behav‘fgylt was new inzthat we were deallng

75{5;?33wmth\such a. serlous 51tuat;oﬁ, the peSSbellty of
;‘jfdeath and.- sudh sxckness '. *f};.f}'ff ffffb{[ cfy{ja"

BRI SRS ¢ ""

{11 nger than the phy51cal paln whlch'lasts maybe twoif s

vffyl"It w;sn't’so much the phy51ca1 paln as the mental ﬂ;fgf‘

EX SRR S
;;\pain aftorwards that'was the hard part.-. '

oy

’h-(' In summary, alI do?ors stated that emotlonally the

vlimtransplant was a"big deal' The experlence was dlfflcult
.,g - N

!
it
il

e
|

’;f74f¢ft'



"because they were facang a

glexperlénced multlple changes

Afand had the potent1al to dLe.~

; make a dlfference 1n concrete Ways,

'“de51re to take tanglble actlons that oOuld

;1could d1e.; They were also‘fn‘an env1ronment in which they

and 1n whlch others were 1;1

As a result, donors

v.:

s-lh

'Vftransplant experlences were themselves maklng a dlfference

i71n the llves of these donors,

BTN

';4_experhenced several major ch

'p,revmgﬁs ’flfestyle pattern. j

o
As a result donors Z7AL7*

es 1n their llves. Donors

“f{dld wantecertaln thlngs to bg dlﬁferent.§ They wished that

dlsease f{%s stategso tﬁét the famlly-cbuld resume thelr

However, they also experienoed If;y:;j

o changes 1n thelr a) relatlonshlps w1th parents, b)

>

to the feeling that thls whole—experiende was a 'big deal

v

emotionally'

_ P_ar.em;s St"me whole

family was having an ehcounter with deatn One of their';”

«,'l. " b
E o] .




~

members, a Chlld had the potentlal‘to d1e. ;bonors,hffjif',”
: ' R T
therefore, observed that thelr parents were under extremef- PR

Qw emotlonal stress.v Parents spent more tlme w1th the 111

rec1p1ent and donors were’ expected to assume ‘more.

respon51b111ty for tasks at home,and for thelr own

. ‘l
v

behav1our. As a result, three major changesaoccurred.: °
Flrst donors assumed ‘more respon51b111t1es and became more ;;pléf”
1ndependent Subsequently,,donors needed thelr parents 1f‘y;; C

1ess for phy51ca1 needs but contlnued to requlre emotlonal ,‘

support. Donors who percelved that thelr parents cared
about them,‘as well as the re01p1ent were less llkely to

feel neglected because of the decreased access to their b
SO : -
parents.. Second donors obtalned an ablllty to v1ew~the -

51tuatlon from the perspectlve of another person.. ft

..
T

Therefore, most were able to understand thelr parents' need

o to spend tlme wlth the rec1p1ent and the re01p1ent's need Lt
. . 2o

for thelr parents.v Thlrd all donors descrlbed a dlfferent f‘rgf;Q]_

J

reletlonshlp w1th thelr parents 1n the,posttransplant"79
perlod Whlle donors needed thelr parents for emotlonal

support few actually used thelr parents forwthls support
becaurﬂ they assumed somevrespon51br11ty fbr de éasing e
- LR ‘fk"u

.....

additional stress.?'Thereforé, some parents and donors ”ififﬁ7)7':j
developed a frlendship betweeﬁ them Whlch replaced the *pf7“7’a;'f

: - prev13us parent/child relatlonship

arents@iere observed to be under emptlonal stres;‘

EY

PR Vet T S e
- ; . L A T p e
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:ﬁmfg Donors descrlbed 51tuatlons when their parents criﬁd,xwere ‘.;;*:i
angry, were worried and were hurting. Donors gauged the

. 'i‘ iy : & L . :

=3,‘.: C : R

',j;* serrousness of the 51tuatlon by the response of therr :n}:fﬁﬂﬁﬁ‘V”‘

?é parents.¢ The 51tuatlon was espec1a11y serlous when '.Wff-"

a . *~

ﬂ”.ng fathers whom donors nad never seen cry, burst 1nto tears.
L o

ﬂ;'ij;t?'~'1t's 11ke you saw their raw 1n51des, no fronts,-;: o ‘
m;; 134'j? nothlng That's ma1n1y how you grasped the grav1ty qf 'g[f}fg
Ly e s S

the 51tuatron,_by your parent's reactlon. j;’7hﬁff7“'

spent'more tlmeNWLth the rec1p1ent and less time with the :

RIS ' A -

remalning 51blings., Parents mlght work extra jobs to cover
finan01a1 obligations and/or spend time with the ill
51b11ng in the hospltal. One g#?eﬂﬁ&often remalned with
'the reclpient overnight. When their parents were not home,.

donors spent time w1th relatlves, neighbours, or friends.-.n

.I‘

Because parents were around 1ess donors assumed new

A

S respons1b111t1es.l“They became more 1ndependent in managing

| their own self care.‘ In most families both paxents had S
worked out51de the home pretransplant., Therefore, ngst "ffﬁ‘f

donors were accustomed to a certain level of independence
"9

but thelr workload increased and they were no longer ab}eﬁ‘ﬁntéﬁrf
to depend on their parents to carry ghe major burden:of ,
these chores., New responsibilities included cooking noals, fﬁf&t%
doing laundry, doing other household chores, caring tor 'Ajﬂiy

younger siblings, and/or being reLponsible for one a own’}ﬁfgf;,,g

behaviour.”.ﬂ,f&f‘“vk‘fj -*** - i "“,;uf




v

—

| maturlty and her ablllty to manage.?fif;

of and enjoyed thelr new 1ndependence., However,'at the :

T "‘L-__

Several d1d not want the extra respon51b111ty._ Thls was
.

‘ eSpec1ally true when 1t prevented them from part1c1pat1ng

in other act1v1t1es.v Only one donorv
an opportunlty to demonstrate to her

'eneral 'thls

d

'encounter wlth 1ndependence was dlfferent and therefore

5_w 1?get to play.. It was dlfferent.‘

requ1red adjustments._hhif&nqwi
| Donors also assumed greater 1ndependence§

their own»behav1our. Parents were not readll 4

for adv1ce,_dlsc1p11ne, and guldance.v Therefp

began to deflne thelr own guldellnes make thelr own

dec151ons, and assume respbn81brllty for thelr own -

behav1our.

L set my owngiimits;.Tif Ifdidn't do7my7workiat7r:'
d

@" school 1 'wou stay home and work 1nstead of golngf*

o ) e s

:};fOne could postulqte that because donors had less

access to their parents, they would develop more

independence and theregore woqld have less need of the

'_‘by the data.. Donors naeded their parents 1ess for the

-~

] R , . . . : R I

dnts her level of-7-

7 :.» . 7.8

ey

w th1s 51tuat10n as _x'fh

'3out.' Thls is what I get for messxng up You don't f_“ﬁ[ﬂ«-

:7;fparenting role. However, this hypothesis was not supportedl f;t»e

‘“physical aspects of 1ife but needed gpem more for emotaonal, j“”f



,fsupport The need for emotional support was eVident in ?f:':r”

”i‘posttransplant donor-parent relationships., Donors appeared

rﬁ?parents made the effort to takeftime out for them, were

- to be more understandlng of their parebts spending tlme’fif;f}ﬂfigg

HfQUW1th the 111 51b11ngs if they perceived that&%heir parepts

-

iﬂF*still cared about them.» ThlS caring was ev1dent when-«f',~?5fi7“iut

' ffavailable to 11sten to their concerns, took time tb keep : ;_jfeﬁ;

'*‘their lives as’ 'normal' as pOSSlble, and/or prOV1ded

7»tfam11y group.«

-lfeeling.,:ffi:

e - '. ‘ el .‘.
R

’*:fif was in school and they were down there. ;i telt like }iﬂ?f?g

x

';regular opportunities for donors to feel 11ke part of thelfﬁfiffvh

",j*?:‘
Four donors described 51tuationsewhere.they missed at

By

Lleast one of the above listed caring measures. For‘

'rfexample, some donors felt alienated from the family unit

g

]

'7c'when they returned home beqause they missed the contact and

s

i;no longer felt part of the family unit., Of these donors, ;'i;i

-;iithpse who felt cared for Were.less likely to feel neglected

*,5on their return home than those who missed the caring

.tf'The maJor attention was on R for obvious reasons.,f,-rf
S A : : SRR

"HoweVer, they did takéntime for—ush_ #hey‘set aside s LE
A LI SR S LT ey

-

'I’d be by myself a lot. I was the onlinne home._fiui?:ﬁf:'i

-,

2
1




helpful 1n'1dent1fy1ng elther thelr rec1p1ent's or thelr

parents' polnt of v1ew.' Although donors couhd not

recollect when or how they had galned thls new'sklll they
saw it as a turnlng po1nt in thelr 11ves._kl' 4 ‘ _ |
‘ ""I thlnk what really changed me a lot -and I heQer'ft?
used to do thls before, 1s*that I started to flgure s
_out what 1f I was 1n thelr shoes. And that's what
f‘ makes me understand people a lot more now.‘
, 'I th1nk that was one- of the flrst t1mes that you o
.5reallzed what other people were fee11ng v You thlnk
' Lt's mom,lsure, but that 's her ch11d so that's got to -

hurt. -_“;" a 5 o .’ | ﬂ.'..b ”un. :f ':_J 5““
5_Thls Sklll granted dondrs a vantage p01nt from whlch A

they could observe the 51tuatlon.' They gaxned 1nsight 1nto -
what the experlence was llke for the rec1p1ent and began to;,f :

understand thelr need for a parent.v

‘ Therefore, ‘some donors’

L]

belleved that their parents should spend more t1me W1th the
T rec1p1ent and dld not feel neglected ' others 1n1t1a11y
. exper1enced feellngs of neglect but over tlme were able to o,

4

understand thelr parent's de01sion to spend more tlme w1th

f the i1 sibling '. R _

\ : 'If‘I was R I would want my nom there toqb' *tlﬁ;4:h;f'j:ﬁ.:
."j’When I thought about R belng there by hersélf that

. "{ifewasn't really nice.: Shﬁ was scared and didn't like
vt%g»'b‘tbeing alone. I didn't dlnd'them spendlng a lot of

e M ftime over‘there. ‘_' {Q.t'




The ability to v1ew a 51tuation from their parent s‘

g

:perspective gave donors an understanding of the stress
‘their parents ‘were under and their parents' responses tobi;
L thiswstress. They saw. their parents 1ess as parents and
vmore as indiwlduals or friends who were underg01hg a -
g stressful experlence;g They began to need their parents 1n

h’different ways and parents began to act less as parents and

more as - friéﬁds.-

O 'Actualﬁy we got closer because she wasn't taking carebu -

-
L
i

of me. anﬁ%telling me what to do or watching out for

- me. She was more bf a friend who was worried about
. d

‘her child.. #"wa,,h>“‘[ ' y'~;'” %y

S0

It was ironic: that althoughﬂ@oﬁprs needed thgir

' parents monejfor emotional support ﬁbfew donors felt they
;could turn to their parents for this support.1 Donors had |
~‘ga1ned a clearer understanding of their parents' distress.}
.They saw their parents dealing w1§h a life and death issue.“l
uThey believed that their parents had enough problems to 5"y
”Amanage and therefore they refrained from adding to their 5
'”_vparents' stress. As weri their own problems seemed
“\inconsequential when.compared with the life and death
'issues of the recipient. SOme donors actually felt guilty_vd

| that they even had certain feelings or concerns._r‘

1 never let them knoW‘that anything was wrong. hI,
just thought it was kind of minor compared to what R

was going through.




e

g'I knew how1much’they were concerned about the R so IJh

| ytrled not to cause them any more stress.:, |
’Donors therefore,‘assumed some respon51b111ty for

' ‘ensurlng that they elther decreased the\stress on’ thelr:’t
.parents or . at least protected them from being exposed to L

”vany addltlonal stress They agaln acted 1n a tanglble |

red thelr parents, prov1ded

‘manner. Donors reas
“diStractlon measuref; assumed. extra respon51b111ty, managed-,

thelr problems alone,vav01ded troublesome 51tuatlons at

B4 .
\

.y‘home and at schog} and behaved 1n a manner that would not
'fattract thelr parents' t1me and concern.v,v v
“'5'You try and support themm ;fou behavefyourself;and L"
?@“*ﬁ;;:{ mﬁryhhot glve them any more.problems. You glve them a i
A hug and make sure you don't mlsbehave so they d have ;
- to take t1me out to tell you to stop 1t.- o |
'T dldn't share my feellngs w1th;my P ents;. I felt
.llke I had to be the emotlonal strength for them,
someone they could lean on and who was 901ng to say it
”'dd?was going t6 be ok. '
_;'I talked about other thlngs bes1de R and trled to get
Jthelr mind off her for a b1t. I didn't 11ke 1t when -
Mthey were hurting Af“r“¥ f”-j'.;-._«}_
‘In familles-where the reciplent died donore pften
fcontinued to support thelr parents. Parents experlenéed'.i
grief and tension after the death of the child. In this7:

~ X

.settlng, donors encountered lrmited ‘access to their

1

. ﬁggﬁi;fi

o

&



: . o .f-‘_‘. : )
"_parents, not because of parental absence but because | —
parents were emotlonally dlstressed Donors again acted to

e av01d adding to thelr dlstress.ggActlons 1nc1uded av01ding

fitalklng about the rec1p1ent and the" transplant experience, -

Vv

'gthereby protecting thelr parents from reactivation of
.palnful memorles.f_ .‘.'jv,' . i,',_"’_'
C}n summary, donors galned an 1ndependenge 1n that they Af

_ ,‘were more able to prov1de for thelr own phy51cal needs and -

: were more capable of monltoringathelr own behav1our.;;f

‘;However, donors d1d not need their parents less. They now_,~ S
Y & 0
';“needed them more for emot10na1 support rather than phy51cal

) .

o support.5 Therefore,_it seemed 1mportant that doners

e ed that their parents cared about them throughout -

r@; plant experlence.~..'

perspective of the expeglence. They saw their
;tore as 1nd1v1duals undergoing a stressful
rience ‘instead of as. caretakehs- All donors achlevedr?-

f-an 1ncreased 1ndependence from and a new apprec1ation'for-

'}vthelr parents regardless of whether or. not their ff"ig.fs““'h"

e F i
-,relationship 1mproved. A change in the rela;ionship seemed :

[vflto occur for all donors Y}th at least one_panént Although
fthis change was not positive in all circumstances, g*;;L".

| relationships generally became closer.;

15? Realizing that Jff¢ff

f‘the recipient could die, so'e donors experienced feelings



s o
.

JNF’Of guilt relating to their past relaéionships w1th the ;Tf;r

51b11ng Aska result some made concrete efforts’to

develop‘éicloser bond. HoweVer, a 51m11ar de51re for

: closeness was requir on the part of the reclpient befoﬁe

*_'a bond could develop. In relat10nsh1ps~that dld become 55

f} closer, donors believed‘that rec1p1ents were motivated by a

L)

feeling of apprec1atlon.for the donor s.contripution._

relationships w1th rec1p1ents dld not become closer aftf

—the transplant experlence. One relationship actually <"~

= developed a further rift. ‘-;f~? i

F-'close' to thep51b11ngs when they d1ed

. -

Several factors appeared to motivate donors to try to -

LN

RN .
establish a.closer-relationship'w1th the recipient First .

& ole

&ertain donors, on rea11z1ng that the rec1p1ent could dle,_,f:'

P

eXpreSsed a de51re to develop a closer bond.- Some donors

expre sed guilt regarding their past relationships w1th the;“' '

Y

rec1p1ent and made a concrete efﬁort to establish a feeling'“

RER ¢

of closeness._ These donors believed 1t was 1mportant to bef

ap was really trying to get to know her better and
| tryi ?3to qet closer._’ ”;*'4:f17"_;“'73p5hjgj' vfy-

'eath of the 411

' Second, for);ome,donors, the potential

51b11ngs generated thoughts regardin‘; ‘t life wou1Q~be-‘

',like without\them. This thinking appeared to foster 2 :‘H

”p}rffeeling of value or appreciatign for the relationShjf ,?:E.j

;These factors motivated an attempt to develop a clo

-~

"?_~;re1ationsh1p,yh11e the opportunity still presented itself.‘,f




@

L ‘z:j; .

%~
. each other's needs.

:'What's llfe g01ng to be llke when she s gone.._I-Lf

o co&?dn't 1mag;ne’11fe w1thout her._ T dldn't llke

m Ced s B L

KR

Donors alone appeared unable to establlsh a closer o

\ .

relatlonshlp.b It seemed equally 1mportant that the .-"

recxplent also convey a feellng of wantlng to become

f closer. The motlvatlng factor for the rec1p1ents was the1r '

the donor for t/e,llfe-sav1ng bone marrow.

- 'When she got 51ck I thought she mlght d1e and I

'f.'dldn't llke that 1 felt bad because she was so 51ck E

"

.‘~g';so I dldn't want to be mean to her.n I know she was fz‘

thankful I could donate 1p/ We got closer. |

"It was a fear of 1051ng her on my part and for her,fI:

thlnk it was appreclatlon *- It was a bit of both of

>

them.

k"One couId postulate that a closer relatlonshlp could only

. develop 1f both the donor and the rec1p1ent were motlvated:

Further research 1s requlred to determlne whether thls

hypothes1s holds true for a larger populatlon Thlrd some

-

' donors felt clbseness 1n the relatlonshlp several years

'posttransplant Thls closdness was attrlbuted to the fact.

that both 1nd1v1duals had matured and were more aware of

R

.'I thlnk 1t changedqbecause we got older._ We do a lot-'

of thlngs together. Relatlonshlps change w1th age.-<.

» 2
. o -
A ’

des1re ‘to conyey a feellng of apprec1atlon or gratltude to gy



:’f”dlvergent 1nterests.

L. 4

" e e , o :
. v_x 4 S ! ~ I
L , K N * : S,
- - ,f. ’ ) s - Y-
We know what the other llkes to do and When to stay e
* b : - N (S R v{«g-'"
‘ away from each other. - ;" ; _"y;v ERTRIRA -_f‘i’;".

EREAI e v
tffElnally, the amount of 1nterests these 51bllngs4£ad in R

[}
~ . - .

' 5;common seemed to be h factor.- If they had Slmilar’ f}3j5
: 1nterests and partlcipated 1n 51m11ar eventS o? activipxip
7they seemed more likely to" become closer tnan 1f theg;had

Q

'I felt ‘that’ every tlme I saw«her, I felt 9°Od about '-f

'what I dld but I dldn't feel closer to her or further )

.:”:from her. I probably felt better ab'"t myself QaUSeL,
;nhad done somethlng good but our relatio shlp dldn't
;really change We really dldn't do a whole 16; of
.dthings together !LWe had dlﬁferent 1nterests and
o _ o

v'd1fferent frlends. ' . ,.f Co _ﬂf,.,‘f

LY

e

ain summary, some donors attempted to develop a 01oser *

’relatlonshlp w1th the rec1p1ent because theY realized the{r oD
e R
. 51b11ng could dle. It seemed 1mportant that one have a ~{f

‘_close relatlonshlp when a 51b1ihg dles ClOSer o k.l" L

. - .
[ ' .

'fu:relatlonshlps could develop only when the reclplent Was

\

. also motivated to establlsh a closer bond.” In general ",ﬁ

R
however,}most relatlonshlps appeared to remain uncbgﬁged -

i‘f;' posttransplant.;' L e .A“: | v‘f/e‘

(_ o . R . “
Me_ﬁl_&;&wrg ‘As a resul;t of

ﬂunderg01ng the transplant egperience, donors lOSt a sense
‘of 1nnocence, became aware of their own mort&lity, gained

’ﬁan appreciatlon(for life and famlly members: and developed

. e LT B ) f
BRI TR S , ( e
. . N .l‘ ."



B N B e
a new phllosophy of llfe.g Donors descrlbed these changesz;
A as the p051t1ve aspects qf the experlence.' L
. \ . .(

'hiibl loss was a~fee11ng of anger but over tlme, they began toip,ft

U

~As a consequence of 11v1ng w1th others who had the-'

A A
3

potentlal to dle, d%nors related a sense of 1051ng thelr

f<t } 1nnocence. Trouble had always happened to everyone else L

. and had never struck thelr famlly.’ After watchlng thelr
S

;'51blinq become serlously 111 and 6bserv1nq others d1e,_f"

4 A

donors losﬁ hlé Lnnocence._ The 1n1t1aloresponse to thls

examlne 1ssues such as, the pdtentlaI mortallty of thelr own _f- -

€

51b11ng and of all llvlng 1nd1v1duais.' As. a consequenée,.f e

they developed a. greater appreCLatldn for famlly members

v : . . 1 - -

v .
4 -

St rd frlends.__ S Yo SR LU e L - e
v *'It makes you feel dlfferently about other members of

your famlly Ittcould happen to theém. - You léarn to
T ' enjoy the tlme you have.now._,; w :
: /

- .
Y BN

'You are gang td dle. You always thlnk 1t's the '

"other guy but someday 1t's golﬂg to be you.v _
. A questlon arlses about the 1mp11catlons of’ thls >
f flndlng for dopors.‘ If they begln to appreciate thelr .
famlly members more because of thelr encounter w1th death
what 1s the emotlonal 1mpabt on the donor 1f the famlly
does not become closer as a. result of the exper1en¢e°

\

This situatlon was observed 1n one famlly where gr;ev1ng

for the rec1p1ent seemed to have caused a dlstance between

the 51b11ngs and thelr parents. fmhlsiissue'may'be'more'"

a . N

.. . . - . . . N -
. ; -, ) . N
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PR T

"‘\

.

Uili-research 1s requlred td determine lf thls 1Ssue lS ;7'

‘

1

-prevalent 1n a’ 1arger popuIation of donors.‘};fj:ffaag'fl

;:- tI wzsh 1t cou}d go back to the way 1x was, I thinkfh_tiﬁ

'xv». everyone 1s closer 1n the sense that they worry moreﬂ“Vbl

-~

";'about each other but turther apart ln the sﬁnse that,[:jf"

’you now know 1t‘9an happen, something llke that Can'

3 _ et N
Most donors experienced'a change in their attitude

toward ilfe and. people after having experienced the

..

transplant env1ronment.:~These changes Were described asf

the pos1t1ve aspects of the experlence amd inéluded the ;_"
FE 'J"'" l‘

”;. development of such attr1butes as' an appreemation for

‘f..._..
l

health a-clearer understanding of others,aan appreciation
;for life, a decreased fear of death a perspectiVe on life
an empathy ﬁér ill 1ndiv1duals, g‘sensitivity for others,;her

”x,and a pu;pose for‘11v1hg This evolvementaof a new

- . S

donating but was. a consequence of the total transplant

~

experlence which 1ncluded both the physical and especiallyﬁﬁ'

_ the emotional aspects..,r‘i v.ﬂ ij.' J‘-‘ T_T.;

* . [N -

death.“ We learned that we could weather sdmething

~

J‘ ‘

philosophy of life d1d not occur as a reSult of the act of“f}5;'

!Much more\\ppreciation for life._ A 1ot less fear of?f,ﬂ'lgs



:ff;membersJand frlends., Althéugh they dld not w1sh anyone V
':Z;fendure a 51m11ar~exper1ence many felt that people would

G:benefit from a 51m11ar sen51tizatlon or undersdandlng. OV S

-:v""' . N , . e ’

‘several changes prlor to thelr return to school.- They h§ﬂif -

—encountered deatm, dealt w1th emot10na1 stressors, and

: 7« S
'famlly They experlenced changes in. thelr relatlonshlps fg ‘iﬁﬂ

- experlence.;

In summary,gdonors Were proud of the changes that ﬁmjr;/
{occurred.v They felt they had galned a more reallstlc ,?/j5 ,';'95
. g. e « . b N

ﬂperspectlve on 11fe and an apprec1atlon for thelr famlly

vr -

‘donor stated 1n retrospect 'I should thank my 51ster._"

ffs_w1th Frle ds. Most donorg

notlced the change in. themselves when they compared e

B themselves'to thelr friends. Donors had experlenced

. i

endeavored to make a dlfference 1n the llfe of thelr '7fj’,

and thelr outlooK on llfe.' On returnlng to school donob/

L e ,‘¢'

notlced no 51m11ar dlfferences 1n elther thelr fxfends o§

-

their-teaehers. Classmates;

‘»acked an understandlng of th/
: - _ (.

. : et Ay

‘ 'I notlced a lot of dlfference in. my frlends but 1t .

wasn't in them, 1t was 1n me.; They dldn't understaq/ o

"

‘because I had changed 50 much 7;'» , '; .)L'

'I don't know ;f rt was ‘as- much them changlng ‘as 1t

. \

was me., It gave me a boost I d been somewhere thg%

hadn't, I'd seen things they would never see. They

- . - 4./'



mpared them to waﬁ thgy had Observed S
7fﬁ?:_%&nspTant experlenbﬁ-. 'I‘h;s negathEIY :
; ;

Eoﬁé friendShlps' resulkﬁd\lﬂ the leS of some.ﬁ
e k . .

-'-,:;54.q%en?shm s, and effected the fobﬁatlon of a few new ;3 R
SR A o ! . ,Usy - ot S
v (@—“ W s . o ‘ : . L 'S e .
. RN A‘%“’i Xt < S
SRR éﬁthha§ I saw, th\{ Wbuld réallZe thelr R
: N s 'vv _f:)Lf .—' 4./( 054 » ] w0 \, . ’\ Ce X
‘,»w,fg ems-’ en't so bad- ;e Coe -‘f ;" SR

\

B EIRY Awould thlnk Ehe trauma /f \ovlhg to a new hlgh
4 -:,‘:}5‘ ‘%5” *; LN
b fpool~r§t seemed so 1nconsQ¢ue\£1Q1 after what We d

.

égi . ‘ :%gﬁggh; @?hls wasn't 1ff9 @DQ death

3%;W" ' 'df.% ifelt ‘that . I Qas morg enri&héﬁ X nad a. betteﬁ

L ;5understand3ng and better symﬂat\y fbf thDSe that were I

. 7e,' es;ck a betzfr appfeclatlon df L;f&i‘I felt«I had one .,‘_;;
f. 1’up on everybodx\e I felt I héd A\ better perspective on n{

| ‘nthlngs’ 37: i '.%;'. “.;. .o "f' ,‘_ ,;, ' .;.

/ 'dThls dlfference waeyaeSS‘notice\ple if. friends had an
understanding of. the experience Q{ 6§5req a similar o v
approach to llfe*issues. These taCﬂ\fS &eemed to be F::‘ eﬁi"..

i evident 1n situations deecribed hy v\o dQnorg Who did not_ » o
note any change in themselves as dom&,req to their friends »f .Q"_f
\';l desplte the’Tact thax they %oth had Qesctibed changes in ‘f K %fF

AN



,‘qa...‘.

thelr llfe philosophles. However,tln contrast to the other.f

d donch. they stated ﬁhat thelr frlendp had 51mllar’, :':fjgif]&EE

l

A e

A lack of increased lndépeﬁﬁence and an unaltered llfe

: phllosophy descrlbed by one donor ralses a questlon {\u“”"

ffv,§{ regardlng the pOSSIble dlfference between thls donor and ‘;1l_1 ¥

,_‘,:

o 5%" \abillty to v1ew the.51tuatlon from anotherﬁperson s B ,»'-\

o~

'*Qjﬁ perspectlve. Thls abllity was acquired after but not

51}\ f‘durlng the transplant experlence.: ThlS donor appeared

‘ Unabre to ‘take one concept and abstract 1t onto another'n“"
N * : >

"f? .51tuatlon. 'For . example, the donor was glven a tour of the ;
a-ﬁ,research facility where techn1c1ans were performlng

e experlments Wlth bone marrow transplants on’ the dogs and'
o monkeys, gyowever the experlence of the_anlmals was ndt o
_connected or related to that of the recipient. ;'
'I thought‘lt was neat just looklng at the anlmals, o
'not really reglsterlng that they were g01ng through f%
T "_the same thlng that R‘End others were g01ng through o
 two floors down. 1 | . fzj"h\
* ThlS donor went through the transplant experlence 1n '

the eafly adplescent years. However, another donor of '

”similar age e‘lLrlenced a level of . 1ndependence and’an -




o7 R _.' . o “ r;":

”other donors. One could therefoge postulate that younger h o

-adolescents may perceive‘their\51tuation differentlyx;han'

"f_ftheir older counterparts and these perceptions may be
e

"igrelated to thelr level of cognitive development. The . next

e

step then would be to 1dent1fy how school-aged chlldrén saw ”7"”P

’

this expernence. Do they v1ew the s1tuation w1th similar}_;

' abilities and in: a 51milar manner to the adolescent or is ~:‘

&

'their experience dlfft-n':ent'> ThlS topic eould be the focus
N

-~ of another researqh proﬁﬁct ‘

. . '.
< \

The findings dfythls study 1ndicate that donors were

,fconfronted w1th the fact that their s1b11ng could die.

/"

jThis 51tuatlon was emotlonally difficult and donors wanted
“to’ perform some tangible interventlon which would alter
'~thls predlcament. Donors' moral codes influenced the

ibmanner in which they attempted to affect a difference.‘ The

- success of their actions affected their emotidhal state )

iSimultaneous changes which occurred 1n thein life as a

.i result of underg01ng the transplant experience inten51fied

vf their emotional stress A model depicting this experience:

"1s presented in Figure 2 followed by a description of/the-f

i'key concepts and their relationships.;

- The encounter with the possibility of death was the 'h’

- mechanism which triggered donors' participation in the

'transplant procedure, their desire to make a difference,;;'

Tl

“'f- the changes in their relationships with others, the changes -

)



-Ahad 11tt1e 1nformat10n regardlng thelr 51b11ng s dlsease;y

i“ingg

of, leuxemla 1n elther remlss1on or - relapse. vMost donors

_L\ \ . "- . -
b their 11fe phllosophy, and the1r feellngs of emotlonal

)

form of

Thls llfe threatenlng encounter took the

-

w‘, K

- - /

,process but all clearly detalled the 1mpact the potentlal

ease processes such as aplastlc anemla or varlous typesﬂ

93

S tconsequences, and the subsequent repercu551ons of th1s .
. e - ‘ " . - . - : v
e event on thelr llves o N
Flgure 2 e ‘
o A Model for the Dongr Exgerlence
+ENCOUNTER WITH " | WANTING TO MAKE
'POSSIBILIT¥ OF“DEATH' — - —— : 'j A_DIFFERENCE .
N ” - . : i -T r 3
- CHANGES IN' | TR S
N | RELATIONSHIPS :j— - o » A
| WITH RECIPIENT& SRR S
- CHANGES IN e T
: RELATIONSHIPS - -| - BEING A BIG
WITH PARENTS 1 . 1 DEAL EMOTIONALLY
\_ cHANGES IN | R -
~—— ~ RELATIONSHIPS — , . I AN
WITH FRIENDS |, ‘ : T :
CHANGES IN -~ f—° = =
" LIFE PHILOSOPHY| . - : . '\ ‘ v§‘~ .,
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—

While the encounter w1th death was the key element which ﬂlvjlff
triggered the multiple Eonsequences, 1t was the aftermath
of the. encounter that was most prominent or meaningful to
dpnors.u Princ1pal conceptéiincluded their des1re to make a' e

"i. difference and the feel ng that the ex&g&ieqpe was a"big

e deal emotionally' »'}. v f:.:. e }~- o kfwu o s
‘ ‘ .. . R ; ks . ‘ N .,." . o
s Théir de51 o make a difference ias eVident in both * .

the pretransplant and posttransplant qxperlence, The. i_-"

. actions they undertook however, were different.u :

Pretransplant actions con51sted mainiy of donating, while

.-.:.,A

- =
L posttransplant inteyventions 1nc1uded various types of

psychosoc1al support measures that were more 1ntang1b1e-in

nature and more difflcult for donors to 1dentify | Donors o
~who were unable to complete or fulfill their Jeed to make a’
difference‘%xperienced emotional distress. . vj_l P "j
| The strength of their des1re to make a difference was e
et 1nfiuenced by‘their moral codes or norms. The norms_

determined the criteria that donors useﬁ td make their ,

dec151ons, 1dent1fy appropriate interventions, predict

‘ others 1n 51m11ar situations. BRI - R = :.ﬁ *h:f{iﬂ

«

‘.~ The feeling that the transplant~experience was a 'big

deal emotionally' resulted from donors experiencing an

-~

‘encounter w1th death and multiple changes in their liVes.’ ‘

A They observed their parents 1n emotional distress and noted':‘

. . N B - . [ g . . N
by — - . L - '

1



—

the effect of this parental stress on | their family .-

' leestyle. Donors sought ‘a return to their'previous

comfortable, ordered and stress free,famlly llfestyle

'fTherefore, they endeavored to undertake tanglble acts whlch
 would make a dlfference 1n the llfe of thelr family and
,restore a’ sense of 'normalcy' ' Successful efforts resulted

Cin decreased emotlonal straln whlle unsuecessful ventures

“~

_'lncreased the llkellhood of emotlonal dlstress and furtherv

~
=

”‘~and/or who were denled the opportunltytto act

.Qattempts at 1ntervent10n. Dlstress was verballzed by

}donors who were unable to 1dent1fy approprlate act1v1t1es_‘

L
,‘.

T



e et L T L e

‘;:;, f:i- ';*f;f cmnweré mff;fflii_jlf{;

° Discus;ion Df Results and Implications' e | ‘; :
) The purpose of this research has been to prOVide a f
Adescrlpg{éﬂ of the long term experience of the siblrng ;.~g§é"'

1adolesgent‘dhhor./ Donors were interViewed to determine "f
'What Ehe transplant experience was like and what variablesp
. afferted their responses or their*experiences. In

}

o analyZing the data, the two. key'concepts of’ 'wanting td%”
j:"make a difference' in the 1ife of their family and coping gW“

’ w1th the emotional impact of the transplant experience L

&
]

became eVl ent.7 These concepts related to the de01810n—i

ir;making proce the consequenceS'of agreeingﬁto donate\~the,

donation, the . continued QpSire to make a difference ) ':“

posttransplant and the emotional difficulty that resulted‘

4from things becoming different Several ef these aspects

~

IWIll be compared to the experience of kidney donors,s o

'/ Siblings of children with cancer, andiother bone marrow
i'donors as presently described by other researchers in the

'literature As well data w111 be examined for N
: ”

Slmlld¥lt1es w1th theories relating to alvlescence and

. *-'altruistiﬁ behaViours.‘ Areas for fnture research will be

~

N

discussedqthroughout the text of. this chapter.. Finally, an -

/\averView Wlll be given of the limitations of th}s study and |

of the implications of the findings for nurSing practice.

. - . o - )

8 0

The:finding,that donors strongly desiredhto'make a,,':;;

. .
- n

. o . ’ B -
o

R 4

o
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f’*ildlfference can better be understood 1n the context of

| ~ _the ablllty to engage 1n abstract and analytlcal thlnklng

"Mltchell's (1977 1979) theory qf adolescent psychology

ted that there 1s an early, a mlddleh‘and a late -

“Vphase o 'growth 1n adolescence The early phase 1s'

"on the reactlons of others for thelr sense of ldentlty
,V,and for thelr feellngs of personal 51gn1f1cance.. They have r.'
: a need to belong\and to. be acgepted by thelr peers.
However, thelr famlly rema1ns the most 1mportant soc1a1 and
emotzonal factor 1n thelr llves.ﬁ Egocentrlsm 1s more R
'r_ev1dent 1n thls stage and abates when adolescents acqulre
hthe ab111ty to v1ew the 51tuat10n from the - other person S
‘.vv1ewp01nt They are formlng thelr 1d!!!1ty or their c'
v-;concepts of themselves by 1nteract1ng 1n thelr envlronment. y
They examlne thelr own thlnklng processes whlle taklng 1ntot
,con51deratlon thelr expectatlons of themselves and those ofj-“-

_ S
,51gn1f1cant others and soc1ety. Mlddle adolescents galn

and they become less egocentryc Peers become an 1mportant-5
"_soc1al factor and’may threaten the famlly s role as. the |

'f centre of: thelr emotlonal llfe.~ In. late adolescence, ‘
‘1nd1v1duals bécome less dependent on the reactlons of

others. They begln to see themselves in terms of their ownv
B ablllty to manage 11fe s experlences. | R |

“. Mltchell s theory 1s congruent w1th the observatlons.'

. made 1n thls study Donors' need for emotlonal support



‘ld;make the difference parallel the four key traits whlch

-

'i‘from their parents despite their developing 1ncreased ';;]f’

"1ndependence provides ev1dence for the fact that theiq}
family was the centre of their emotional life.; Only one.
early adolescent donor dld not acquire the ability to vlew‘

flssues from the oth\r person s perspective during the

'experience and also described a limited ahulity to engage

‘fin abstract thlnking The remalning donors obtalned these3

‘vskills and dev%loped a pos1t1veeconcept of themselves, a

new philosophy of life,'and ‘an’ ipcreased 1ndependenbe from

Wt

"f_the reactions and beliefs of their peers.’.”“:f~.

—

These changes that occurred as a result of wanting to
h Mitchell 1dent1f1es as affecting a person s maturatlon from
'the early to the late phases of;adolescence. First these

'adolescents needed to identify some aspect of themselves

that was unique and spec1al. They achieved this unigueness
h by contributing 1n some relevant fashion, ‘such as donating,f

to 51gnif1cant events 1n the llves of people to whom . they -

.feel close._ This contribution was valued by s1gnificant

.‘._ .

others and by themselves. The resultant feelings of selfw' ;

-1mportanCe prov1ded them w1th a confidence to- explore other |

‘alife 1ssues and to feel that they could be different and

- gave them a reserve of psychological strength . |

v Secon&, donors offered some 51gnif1cant contribution
in their family as a step toward establishing competence 1n

-handling adult roles. Their feelings of se1f~esteem

T

24



,having the potent1al to actuallze thelr‘

t99 .

'e3contr1butlon 1mproved._ Thlrd the futur ‘'was v1suallzed as N

'51ons orv'

',asplratlons - All: donors belleved thatﬂth rec1p1ent would

- Mltchell postulates that all humans behave 1.

surv1ve as a result of thelr contributlon.

Flnally,

such a mannerg ot

as to prov;de a net effect of maklng a dlfference. 'heig"f

“states that belng unable to make a dlfference 1s.the ;

A »

;'.'closest thlng to nonex1stence man-. can eXperlgnce' (1977

P 16, 1979 p 115) Slmllarly, donors ultlmately W1shed

A

”'to contrlbute 1n certaln act1v1t1es that wonf% make a '

51gn1f1cant dlfference.» Therefore the ultlmate honour oneg

N

cant dlfference in one s 11fe.,a *

‘can pay to dozbrs is to 1nd1cate that thelr ex1stence has

made a 51gn1f

"In- summary, Mf%chell's theory prov1des a framework

: whlch allows one to more clearly 1qent1fy how the '-\\;// -

¢

»psychology of adolescence affects the donor 's transplant

—r——

'-experlence. The actuallzatlon of thelr de51re to make a

;dlfference could potentlally save the llfe of the rec1p1ent

fand reestabllsh the famlly llfestyle but also could

¢

contrlbute to the donors' sense of self—lmportance and .

estabrush thelr competency in managlng adult roles.v
]

vFurther research with adult BMT donors could determlne

ra
whether adult donors also 1dentxfy th1s de51re to make a

difference and. whether this de31re 1s a more sallent 1ssue

for adolescent donors._
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- fggc151on-Ma51ng Process',' ' - PR ﬂ,j'fﬁ_:bl R
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Although all donors agreed to donate, most dld not

100 ..

',ffeel they made a conscious dec1Sion to part1c1pate. None
'aof the donors deliberated the pros and cons of the'
procedure. All made an 1mmed1ate ﬂec1sion to donatefv,r
: Slmilar findlngs were noted by kidney donor researchers -
‘i(Fellner & Marshall 1968, Simmons et al.,,1971,d" This
'Jprocess shows closv f1t with the moral dec1sion-making h?
imodel outlined by Swartz (1970 Howard & Swartz 3981)
-.which postulates that donors moral codes prov1ded the.
vcriteria against which they 1nst1nctiv ly or consc1ously
~evaluated their alternatives and theirﬁdec1s1ons. 1lt:
r;should*be noted that 1n this study the term 'moral code' 1sﬁ
'3'used in a m€\her slmilar to Swartz s, use of the term S It
| 1s acknowledged that this -term may ha;e other meanings.a
' Donoré' decis1ons to donate were motivated by a desire.

1Y

to save the life df the»rec1p1ent to av01d feeIings of 2
guilt and to\make a difference Ain the life of both the ff
recipient and thh family 7 Similar motivations were ‘ |
.ffgdqumenﬁtd for adolescent kidney donors (Bergstein & o
Simmons, 1974) and for adult kidney donors (Higgerson & .fj_/(.p
"'*Bulechek 1982; Wilson et al 1968) ” These motives are |
consistent with the clearly stated personal norms of BMT o
donors that prescribed an obligation to realiﬁe the ;.'A:-;}
vopp0rtun1ty to make a difference in the life of. anothers e

" person. 5wartz (1970 Howard & Swartz, 198&) postulatesiv .
’ ' . - '.' ..'l M ;..' ‘-. ._ ‘ .‘ | \ ‘.v'.



“ the- best or often the only potentlal donor. Therefore, they

- closer these values are to the proposed action, the""

"-clearly percelved that 1f they dld not actuallze thls

4'potent1al the negatlve consequences would be a result of

R Y : . . T : . . B v T »

that whenever 1nd1v1duals are in a 51tuat10n where the -vay a
~‘. . -:_
welfare of a certaln person is dependent on thelr actlonsh_ O

4

'bthese 1nd1v1duals face a moral dec1slon._ Con51stent w1th B

~

"‘Swartz s moral decision model BMT donors were aware that¥

thelr s1b11ng had a need and donors were aware of thd'

;consequences of the1r refusal to part1c1pate. If they dld
not donate, thelr sibling would die and they would have ‘
ffeellngs of unresolvable gullt and remorse.} If‘they d1d . _ y "{

,donate, they could potentlally save the llfe of thelr

sxbllng. Donodg were 1dent1f1ed by medlcal staff as belng

« 3

“their inactlon.t.y T .

Slmllar to the steps outllned in Swartz s model

‘donors 1dent1f1ed actlons that could meet the recaplent'

need and they recognlzed that they could carry out these

_actlons. They assessed the 51tuatlon to 1dent1fy 1f they

:were morally respon51ble for. carrylng out these actlons

:based on their 1nternallzed values, thereby constructlng a .

‘, personal norm 1n‘each 51tuat10n. Swartz stated that

1nternallzed values are dlfferent fbn,each person and the ) f/)

' stronger the desire to comply. BMT donors foresaw feelings

bof self-satlsfactlon if they-currled out the actlon and

self deprecxatlon if’ they were 1nact1veﬂ_ $oc;al norms+-



.
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fwhlch predlct the reactlons of others to the antic1pated

B actlon, were aléo cons1dered.. The moral and nonmoral costs

v

102

-,

xA‘

2hand beneflts of actlng were welghed leadlng to a dec151on. J

- Swartz theorlzed that if- confllcé resulted 1nstead of a

. 4

: dec151on, defen51ve actlons such as den1a1 of the need, the

L

»
effectlve actlon, personal ab111ty, or responslblllty may

'elﬂher weaken oﬁ strengthen feellngs of obllgatiOn and
J

rllow a dec151on regardlng the course of actlom.jl

K Swartz hypothe51zed that thls process of thinking
é:
,*about consequences, respon51b111t1es, ‘and norms may not
A
alwayg be a consc19us effort. Certaln factors can be «

-

‘consxdered‘w1thout dellberate thought whlle other aspects
may be- palnstaklngly gghtgmphated Most donors 1n this
study dec1ded 1mmed1ately that if thelr marrow best matched

the rec1p1ent's marrow,

- hey would donate. A few dohors_

by medica staff.

All deeéizyns were mad prlor to any lnformation provided S

Most kidney donorm made instant decisions usipg the moral

-.vh*

TR I
4 .



R
”vrefusing 1nstantaneously when they heard of the need.

' part1c1pate. .Donors who used thé postponement mode

5T
o

‘dec151on—mak1hg model Although no-member of thls study

2

Marshall (1968) both documented 1nstances of kldney donors

;Srrmons et al (1973) de\éxlbedvtwo other dec151on-mak1ng

models used by kldney dbnors.z Donors who used the ratlonal

model engaged 1n a. perlod of careful dellberatlon of t e -

costs and galns of the procedure-before agreelng to

$
postponed the. dec151on and qp-operated w1th the\selectlon

_process hntll it became dlfflCult to w1thdraw.. Whlle all'

' donqrs 1n thls study ‘used the moraL dec151on-mak1ng model

~

: @ subsequent study of BMT donors that has a larger sample

151ze and that 1ncludes both non-donors or 51b11ngs who -

3 majorlty of BMT donors use Swartz s dec151on-mak1ng model

" . and whether a mlnorlty of donors and non—donors use the

B \

T defen51ve strategles to alter thelr feellngs of obllgatlon;

”or respon51b111ty ': IR "-‘:- . o N

Researchers who studled kldney donors documente& that;

E ~ some donors felt!pressured by famlly members to eIther' o

Thls 51tuatlon was ev1dent especially in potent1al donors N

'v’who were 1nterv1ewed after they refused to donate tslmmons,:?

v

\Hickey, fbellstrand ' & Slmmons, 1971) : Some friends or"

family members actually trled to prevent them from donatlng

\

*103

”'refused tQ donateq Slmmons et al. (1973) and Fellner and °

y‘refused to part1c1pate and donors may 1dent1fy whether the..

"participate or riot part1c1pate in the transplant procedure,

-

-

4



'\(Fellner & MarshaIl 1968.,Simmons et al., 1971)

R A

: received only p051t1ve comments about donating., ;

-However, this findlng can be accounted for by noting some

'.loss of an organ 51nce the transplanted organ regenerated

. Therefore, unlike the kidney donor, their donation did not

(o

There appears to be . less 1nputvtrom family members 1n p

the case of the BMT donors. All ‘donb s stated that they

were. 1dent1f1ed by the medical staff af er underg01ng ;"

*tlssue typing and they denled rece1v1ng any family pressure

to donate._ There we;e no reports of anyone attempting to,
: Ky

dissuade them from donabing., To the contrary, donors '

Adolescent kidney donors also reported no pressure from f"

l

famlly members. They noted that their parents actually

’protected them by hesitating fo ask about donating or by

¥,

1n1t1ally opp051ng the donation until conv1nceﬂ by

- adolescent candldates (Bernstein & Simmons, 1974) v . >

=

were less than those of a kidney donor. They suffered no

.

o rpreclude them from donating to’ other family members in the-
-‘_ffuturélif the need’ arose. They identified little potential
i_.for postoperative complications._ The procedure involved
only a two night hospital stay and they endured a short
Trecovery period of- a few days instead of several weeks.;:“

';Therefore, all donors stated that the risks to them were

.

‘ minor compared to those of other organ donors and compared

( . . . - B B - S ' L
- - . . . Do . . . B -

AR
: .dlfferences between kidneY and BMT transrlants. BMT donors

" .perceived that the costs to them of helping their sibling Hf“

DY
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" to the opportunlty to save a llfe. However, most kldney

\
donors also felt that the risks were well worth the

¢ N

opportunlty it offered the rec1p1ent and most reafflrmed : -
‘ thelr dec151on to donate (Elsendrath et al. 1969 Fellner,

1971 Fell r & Marshall 1968 1970 Smlth et al 1986)
f‘? . - .
Whlle kldﬁey donors could only donate once, BMT donors canb :

. .

donate several tlmes and all stated that they would donate

'agaln to e;ther a’ relat or -an unrelated donor as often as'f'

they could These f1nd1n s appeared ‘unrelated to the .

-success of the transplant procedure. o

v

A The data used to support the conclu51on th&t some ,- yf .
| ‘ﬂﬂli donors felt pressured to donate may be equally well ' TR
o _explalned by Swartz s moral dec151on-mak1ng model (SWartz) |
1970; Swartz & Howard 1981) nggerson and Bulechek v
(1982) documented that 15% of thelr donors felt pressure to
donate. They descrlbed a s1tuat10n where donors felt that
thelr famllles would have v1ewed them a5ncold and unéarlng‘
: 1f thzy had not donated élm:lar sentlments were
verballzed by three, of the BMT donors.' Whlle thls
' sentlment affected thelr declslon, it was not percelved by | i

BMT donors as famlly pressure and 1t appeared to. mate the o

dec1sion ea51er. Thelr des;re ;jf,;ke a dlfference in. the .
. e R o> .
11fe of their famlly and in the: llfeyof the reclplent and [

their moral norms of actuallzlng the potentlal of maklng a
o~ i ‘\ hid - . R
dlfference lh the llfo of(another person wqre 1nfluent1al

factors in mak;ng the dec1s1on. Donorswhad ascrlbed

. k ; . o "‘ .“"v . Q. 1( s, ’121. . “;J"
o . R . .'.‘--~ 6“‘“ [ ,'_"“ qﬂs @2’ o



personal responSibility to themséﬂvés for undertakrng this -

Aaction and for the consequences. They noted that not only
"would their family not respect them if they d1d not

partic1pate but they themselves also would be unable to.,

~

live w1th the guilt of refusing. ThisLthought process is -

-~ : -
congruent with the dec151on-mak1ng process presented 1n : -' ’

:3Swartz s model

] ’ ) BN

j' Swartz (1970 Howard & Swartz, 1981) postulates that
",personal norms may be different for each person thereby

.pleading to different dec151ons. The researchers of kldney

donors*documented that adult sibling donors vere the, best e

,49
donors genecically but they were also the most uncl:;ifz-

'hab6ut their obllgation to donate (Higgerson & Bulec

1982} levas et al., 1976; Kemph, 1967,

B al.; 192}° wilson et al. 1968) : Adult siblings?“truggled,

norms than 51bling sacrifice. It was less clear whether et

al

-the siblings' duty was primarily for their w1fe or husband |

9 -
and children or for théir brother or’ 81stgr.. Kemph (1970)
noted that Slbllng donors expressed hostility more openly

| toward the rec1pient compared to other donors. bimilarly,_

N
'Hirvas (1976) predicted an increased risk of’trauma for. thej

:-51b11ng organ donor and 81mmons et al. (1973) documented

v IR ol A T
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- donors refu51ng donatlon.

Therefore, 1t could be postulated ‘that- confllctlng

107 .

s

that these role-confllcts dld result in some prospectlve .

In contrast, the BMT donors in thls study were all

T51ngle and had no other famlly obliéatlons.;,They descrlbed Z; ‘

l

'no conflicts regardlng thelr moral respon51b111ty The

rlsks were seéh to be minimal. Donors could donate on

/

n,several.occa51ons because marrow regenerates and therefore

: jthls ocedure d1d not precludé‘ﬁonors from donatlng to b:

other famlly members 1f the need ever arose in the futuren

.
obllgatlons to famlly members are not seen as a* sallent
ﬁ K}

ﬂcon51deratlon for. BMT donors. However, Brlggs, Pllxavln,L]A

‘Lorentzen and Becker (1986) studled 489 aphere51s or f. '

t

51ngle cell blond ‘donotrs- to determlne thelr w1llingness to -
: £

. donate bone marrow to an unrelated persqn. They noted a

33% dlfference between 51ngle men and marrled women in
8

~

vwlllingness to contemplate donatlng. Slngle men dld not
dlffer from 51ngle women but marrled fathers were ‘more
wllling to- volunteer than marrled mothers. Marrled B T

—

!
1nd1v1duals were not 51gn1f1cantly dlfferent than unmarrled
v '

people in thelr w1T§;agness,to part1c1pate. The
researchers' pe ‘” e that mothers 1§ particular ‘may" Stlll

worry that somethlng could happen to them and as a result

there would be no one to care for their chlldren., A study'

of adult BMT donors ‘which™ 1ncludes married and 51ngle

1nd1viduals of both sexes is needed to determlne whether



-t

: perceived famlly respon31bility and the perceived risks of

"the prooeduri'affect a donor ls WillingneSS to partic1pate.f
” In summary, the moral de0151on-making model (Swartz,
1970 Swartz & Howard 1981) appears to be congruent W1th

“the de0151on-mak1ng process describedfby the BMT‘donors in

"this study Donors made ; 1mmed1ate dec151ons that were'

often V1ewed as: being no ch01ce dec1sions. Their R

1nternalized values prescribed for donors a sense of

Ld

obligation to make a difference in the life of another if

'fthe findings o? researchers studying kidney donors,‘BMT :

donors were unique in that they v1ewed the marrow donation

Jprocedure as being ea51er than donating a kidney because it
. did not requiré a major surgical procedure and hecause the

bi;e marrow regenerated . The small sample Size, although

ef ecti(e in eliciting the . experience of donating, 1s not

other de0151on-mak1ng strategies., A follow-up study

‘building on this ‘baseline. information would help to

”Eetermine whether the majority of bone marrow donors would ‘

use the dec1s1on-mak1ng process outlined in Swartz's model-f

R . . -

Conseggences of Ag;gging to Donate S T

—

Donors ‘who agreed to donate described feelings of

being scared or worried/ Their concerns related to a fear‘

'of hospitalization and/or a fear of the actual procedure a

"and'included a fear of the unknown ‘and of undergoing a newi‘

108

the opportunity arose. Althbugh this finding is 51m11ar to

-

effective in de@rmining the proportion' of donors that use - |
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»procedure in a strange env1ronment wlthout unrestrlcted
‘access to the1r parents. Both kldney and BMT donors
'descrlbed fears that 1ncluded a. fpar of the operatlon
’ (Bernsteln & Slmmons; 1974, Elsendrath et al 1969, .

' H1 gerson & Bulechek 1982, Kemph 1967), fantasnes of
‘ y ’1sf1gurement (Kemph 1967), a fear of- paln (Kemph
1970), an apprehen51on of. the hospltal settlng, a concern

N o for the success of the transplant 7and a concern for ‘the

i —

11fe of the rec1p1ent (Elsendrath et al 1969) S

. ; g :
Descr1pt10n§ of what donors 1mag1ned the procedure entalled

: wére not detalled in anyxof these reports, . thereby

P

- precludlng a comparlson between the fanta51es v1suallzed by

‘kldneyﬁand BMT donors.' Kldney donors, however outllned’

”poor health follow1ng surgery (Bernsteln?& Srmmons,'1974,

. *nggerson & Bulechek 1982) and a concern’that.the kldney
P Y . »

- .1@ ;. AR ! :

) 'mlght be re]ected (Bernsteln & Slmmons,‘1974) Although

: QE&& guéfore they understood’/hat the procedure entalled no

donor reported any such fears after belng 1nformed.' While
Bl N Rl " q ’
most donors were concerned about the success of the

\

. transplant fears: of marrow rejectlon were not .verbalized. |

( H;The fact that kldney reclplents can rejegt donors'' organsv
while BMT rec1p1ents contend with the marrow's rejectlon of
thelr own body tlssue may account for thlS dlfférEHE\\ -

Slmlla‘r +a theo ﬂr\nnv-e - i-ks.. —dee. S '~. ‘oa -

several dlfferent fears whlch 1ncluded a conbern regardlng

‘BMTPdonors may have expressed some coricerr! fon thelr health
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NS

i

s .

' verbalized confidence in the medicallstaff (Fellner &

appeared o be well 1nformed about the procedure PR

(Eisendrath et al., 1969; Smlth et al. 1986) They )

Marshall :1969) Wllson et ay\ (1968) ‘and’ Eisendrath et

s w. (1969) noted that although donors had misgivmgs or

were not necessarlly enthu51ast1c about donating, they

still intended to proceed . ?L: | '5 o ,";f

" An attempt was made to determine whether 51milar i;ars

or concerns’would\be evident 1n any adolescent admitte to

v

110
. <o

'hospital for a\51m11ar procedure. In ‘one. study, unilateral"

°©

."nephrectomy patlents and' kldney donors .were'* found to -

7exper1ence s1m11ar trauma (levas et al., 1976) : Making

’

':comparlsons, however between tﬁis sample f BMT donors and

-

"normal' adolescents was difflcult due to' lack of

| reported descriptions of the 'normal' adolescents'

o Q

experlenoes. Thompson (1985), in h1s review of the

Sliterature dealing w1th the effect of hospitallzatlon on'
B

,children, also 1nd1cated that little research had been done

" to determine the adolescent's response to hospitalization.

Most reported research focuses on younger chlldren s

jresponses. ‘Often the purpose of studies related to
K

7adolescents' hospitalization focused on- determining the

'adolescents' attitudes and oplnions to the- hospital

'.experience or to 1dent1fy their conceptions of health and

-

) -

‘ 1llness. Therefore, further study is required to determine-
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SR Qonatlng"r:"f-ffh,fv;jfffi{pu;fzdt'fx ﬂtfﬁfnfi;

t—fT‘Experlenced paln for only a few hours té’a few days For

Coal

"are 51m11ar to those of other adolescent patlents fa01ng

mlnor surgery or whether donor§; un;que c1rcumstances cause

l themuto have dlfferent Concerns and fearsg

v L BME donoss in this study percelved donatlng,to be a

relatively minor- procedure.‘ The actual act af donatlng was

- ' J

portrayed as belng no b1g deal phy51ca11y Donors

e kldney donors, however, researchers reported confllctlng

K bJ

,'results regardlng the 1evel of trauma experlenced as a
yresult of doQatlng Most researchers noted that most '
,kldney donors, wﬂb undergo a moreeﬁften51ve surglca}v
=procedure, descrlbe the experience as palnfu{wbut_
jforgettable (Elsendrath et al., 1969 Fellner & Marshall
1968) Donors belleved that donatlng was not harmful tovf

']fthelr 2ea1th (Smlth et/al., 1986)

- r“‘» In contrast a few researchers (levas et al.; 1976',-u

u'Kemph 1970) reported that kldney donors experlence a f‘
N

'palnful sacrlflce whlch has the potent1a1 of becomlng a o

‘_‘) .,
. source of anxxety Kemph (1970) observed that donors ”1

.ﬁmourned the loss of. thelr organ, occa51onally developlng
mlld to moderatgjdepre551on.< Hirvas et al.‘(197&) noted
| that donors were fEIuctant to talk about the transplant J
because they wlshed to av01d belng percelved as’ boastlng,_‘
.wlshed to avoxd feellngs of gullt or obligatlon on- the part

“of the rec1p1ent and/or felt they had nothlng to say

111
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.’experlence of donatlng

-

'fyBoth researchers 1nterpreted thelr 1nterV1ew data to \ e
':ﬂpostulate that thls posttransplant depre551on and thls_ |
’ﬂ'av01dance of the subject occur%because donors lost

attentlon posttransplant 1n favour of the reciplent and/or

‘ cu

:;because they lost .an- organ. They concluded that these

losses were a source of anxlety resultlng from the palnful

Nelther postdonatlon depression ‘nor reticenqe to speak

fﬂ W1th the 1nvest1gator was reported by others (Fellner &
“ Marshall 1968, nggerson & Bulechek 1982 Smlth et al
-1986) Slmllarly, several do ors 1n thls study expressed
1fapprec1atlon for the opportun'tﬂ to talk However, these
-donors stated that they genera ly d1d not dlscuss the hu}?‘
'transplant w1th others because “of. reasons s1m11ar to those
';glven by levas et al (1976) Unllke donors in that
:study, BMT donors d1d not feel they had lost‘an organ.;;y -‘
"':Only a few donors experlenced a loss of attentlon that lead

Vh»l to feellngs of neglect,_most expressed an understandlng of

"

th}s loss and w1th tlme; all developed some: 1n51ght 1nto'

_z

i'the reasons ‘for this loss'i Thelr dec1s1on to avoid the ;;f
h'subject seemed to be guidgd*by their moral norms which
1nd1cated that no obllgatlon ought to be felt on. the part

.

of the: rec1p1ent Donors also lﬁplled that other people' :

” 1a55001ated emotlons and experiences.' Donors did find it ﬁ

"helpful to. talk to other BMT donors who were percelved to

.

Sz

;often lacked ‘an understandlng of the procedure and of the _:'N‘
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" have " an understandlng of the 51tuat}zn - ad-;
'Ihe anseggences of Donatlng The theory of glft
,erchanée"df altrulsm has been used by some researchers 1nlu
kidney transplantatlon to conceptuallze-the donatlon
",‘phenomenon (Crammond 1967, Elsendrath et al., 1969, Fox &
Swazey,‘1974) However, E?ls theory does not appear to
prov1de-an adeq!ate descrlptlon of the bone marrow donor'
'fexperlence The dec1"on to g1ve the glft was gulded by

<

*:the donJr 's norms a, § ‘c1procatlon of the glft was often

:'?"cons;dered 1napproprlate~._Most rec1p1ents d1d ﬁot offer |

: tanglble repayment of the glft Accordlng to Fox and

ijazey (1974) and Farley (1982), thls 51tuatlon should—
result ‘in soc1al stra1n on the members'lnvolved f Thls '

’straln was not reported by donors in th1s study Slmllar

A

findlngs were, observed by Slmmons et al (1977) who stated

v

- that although problems can occur, they rarely do occur. YIn‘-
';thls study, donors' personal norms'bf actua1121ng the
'potentlal to make a dlfference 1n the life- of a famlly '

%

member appeared to regulate thelr dec1510n to donate and

-’thelr expectatlons of\relmbursement for thelr contrlbutxon
Both kldney and BMT- donors recelved some pralse for :

thelr part1c1patlon 1n the transplant experlencewfrom |

o frlends famlly members, and rec1p1ents.' It was dlfficult

- o

to compare the. types of rewards recelved by kldney donors
“with’ those recelved by donors in thls study because kldney

- donor- researchers (Bernsteln & Slmmons, 1974, Fellner &

o
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: MarShall 1268, SlmeDS 1981) dld not detall how thls

gratltude was expressed or communlcated. Slmmons (1981)

'a documented that donors who recelved more expllclt

: expre551ons of gratltude from thelr family and reciplent

were more llkely'to percelve themselves as better people

_Ywhat spec1f1c rewards were helpful

~Noxrms gulded donors 1n maklng thelr dec151on5'to'

v

‘_donate_hnt also appeared to regulate what rewards they

'i after the transplant Further detalls were not glven as to"

'ought to expect Most donors 1m thls study did - ‘not. recelve

S

verbal or tanglble expre551ons of gratltude from the

o -rec1p1ent.: Yet all donors knew the reciplent was grateful

yand all donors descrlbed feellngs of hav1ng matured and of
| developlng 1nto better people.- These feellngs could be

explalned partlally by the fact that th!. donors' actlons |

&

were motlvated by thelr personal norms of. 'wanting to make

a difference' These normf were used as a stpndard by

Uwhich they evaluated their own. behav1our as belng positive

.

-\«or negatlve (Swartz & Howard 1981) The féct that they

‘ ik
',actuallzed ‘this potent1a1 made them,all proud

‘bConseguently, even thoughrﬁonors did not recelve tangible

appreciatxon from: the recipients, they still believed and ;-77

ﬂfwere -proud that they had’ taken correct action. ln'

R

frlends an./or parents.a Although donors recelv%g?no

-

. -,_; S w i

‘-r;tanglble”ev1dence af gratltude from recipggnts, they

h,},{ "

~_
< '1.«\-1.

‘“:addltion, donors recelved gestures of gratltude from their



: 'f_ . '3‘]_I"”f”" v:t u‘“fj._ _f  y “iv.::: . liSf
Abellevé%’that the re ents were grateful because donors
recelved nonverbal cues from rec1p1ents and bec\use donors
: felt that they understood the 1nternallzed values of .

- recxplents whlch would prescrlbe for them a sense of

';h*‘apprec1ation toward the donor. They also percelved the

a
contlnued 11fe of thelr 51b11ng as dﬁmpensatlon and thev

B valued thelr newly acqulred coping skllls. ' Rece1v1ng f“:i
fthese dlfferent types of rewards appeared to mediate their
need for concrete gestures of gratltude from the re01p1ent
'_?although such efforts would have been apprec1ated ,
‘ Several observatlons made by Muslln (1971) 1n hls.
"hstudy uf réc1p1ents of renal transplantatlon are congruent {stf
with observatlons made by donors Ih thls study regardlng
1the response of thelr rec1p1ents toward the donatlon of.
:1‘,bone marrow.» Muslln obserVed an effort by kldney ;,
| é:ilents to. deny or repress the donated organ and to ‘
dem strate concern for the donors' health ' Two BMT donors
1n thlS study - 51m11ar1y recelved comments from thelr
”_rec1p1ents that they could have surv1ved the ‘disease
,?w1thout thelr donor 's donatlon. Both donors 1nd1cated that ’
-.the rec1p1ents' denla} of the donors'.contrlbut1on was'
.tllkely the rec1p1ents' way. of coplng with thelr 1nab111ty
. to communlcate thelr gratltude to the donors. However,
"unllke Muslln s subjects, most BMT reciplents verBallzed no

choncern for the donors' health Thls may reflect the

_perceptlons of people that marrow donatlon ls a mlnor S

v

EYE t’,;v



‘tff_the goal 1nstead of the relationShip The normative ff

R T _ 16
"f;procedure that presents few health risks.:iiv i : R
| ’ Slmmons et al (1977) expanded on the concept of gift
fexchange by discuss1ng the norms of kidney‘donors that
‘related to helping others within a family They compared S
i‘Lg'bu51ned; reldtionships, where obtaining the object is the dﬂfii
}"goal to family relationships, where the goal 1s ;qff. ER: |
:continuatroﬁfof the family relationship.‘ They postulate l
f that 1nd1v1duals WOuld feel betrayed of used if they felt"h
that.thg_goal was to acquire the bone marrow while they |
themselves were not valued Similarly, 1f the donor.';hi

K

'regpests payment for the bone marrow, the object becomes p
B '; .

{ostandards of gift exchange w1th1n family is that a gift be

: ”given W1thout thinking of personal gain.; Once pfisqhaifsva

'gain becomes the goal the 1nd1yidua1 loses the espect . of

"‘.others and/forfeits rewards given for sacrifices based on T

",'the need for ;eCiprocation seems to be decreased

: _the BMT donors' experience but does not appear tO‘canture

- received

f:love.v While donors are expected to donate without thoughts
- of personal gain the gift ought to be rec1prooated either :Tf'
w1th gifts 1nrk1nd or with expreSSions of gratitude.iiif.f;w

f:the donor conSiders personal giiy/or gives With reluctance,:f*'”

»

This theory may be used to portray certain aspects of

;J'all elements., The question remains as to why donofs

| sense of gratitude from recipients when no fﬁ_”

tangible grfts or no verbal expressions of gratitude were f"ﬂr

.- L
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- eXChanged Somg_donors recelved nonverbal cueS«whlch were

interpreted as gestures of apprec1at10n but a fiw donors

; recelved no tanglble or 1ntanglble rewards but Stlll

assumed the rec1p1ents were grateful.A Although there were

: some 1n1t1a1 feellngs of dlsapp01ntment donors aftrculated

-

an understandlng of thelr perceptlons of’the rEClplents' f‘

v1ewp01nt._ Reallzlng that the concept of 'wantlng to make

[

,_,f a dlfference' was an- aspect of thelr personal norms would

o account for donors"assumptlogs regardlng an approprlate -
_ reward and ‘the gratltude of the rec1p1ent 'fi_-“«f_“rj'f j;
In summary,.the theory of altrulsm does not appear to- .

L Pro;*ae an, adequate explanatlon for the bone marrow donor ",;fv

- experlence : Donors appeared to be gulded by thelr personall

norms in thelr expectatlons for gratltude rather than Yy

i' soc1a1 expectatlons of glft exchange, }‘” N

— "DQ-

. As well as recelvmng rewards for donablng, some éonors .

r

';/ _ experlenced another consequence of donatlng Most donors
| belleved that the way thelr marrow performed 1n:the'

_ rec1p1ent was thelr respons1b111ty.. Even thbugh donors
N v
verballzed the facts that they had no. control over—the bone
’ }, CT e
marrow and that they could not change the way 1t behaved e

\\these donors felt gullty when the rec1p1ent became 111
Slmllar flndlngs were also anecdotally reported bx
,'jresearchers who. studled BMT rec1p1ents (Brown & Kelly, »‘\ l
;1976 Freund & 81ege1 1986 Gardner et al.,_1977, |

¢

__Paten“ude et al., 1979) and by researchers who studled
“d A ,
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- ’ o o R
adult BMT donors (Wolcott et al., 1986b);vbut were not‘ ‘

documented by researchers g;/kidney donors., Instead their

discuss1on revolved around the rec1p1ents' feelangs of .
o . ‘L\\

"guilt and 1ndebtedness (Crammond 1971, Kemph 1970,M'

BE. 3

Sa1sl

Slmmons et afr7_1977) and the donors' feelings related to::f

E\ .

ﬁrgan rejection or sacrif1c1ng in vain (Simmons, 1981)
Dissatisfaction Wlth donating occurred mostly when the ':‘f

kidney was rejected or the transplant was unsuccessful

(Bernstein & Slmméns, 1974.

l.

et al. 1976‘ Slmmons 1981 ¥ 83, Simmons et al., 1977) ..

P ’

“SOme kidn\Y donors experienced an embtional and a ,‘f
phySical 1nvestment in the rec1pient (Crammond 1967

1968) They feﬁt protective about the care of their

- Pdonated organ and _were 1nc11ned to overprotect the patient.

These donors became concerned about the Vlabllity of the

L organ 1f gse rec1pient behaved 1n a way that the‘gonor dld

| not approve., Only one donor in thls study verbalized

51m11ar sentiments. the rec1pient refused to comply w1th

: medical care\by refu51ng medications and by being

3G o
AEagendrath et al., 1969 leVaS"

uncooperative with treatment regimes, this donor ‘ ;' ' ,QT'

experienced feelings of anger and frustratton due to the v'

or the new. marrow.f o

reCiqient's_pack of effort to ca

Subsequent fESearch studies are need a to determine whether

this feeling of resifysibility for the behaviour of the Ly

donated organ is unique to BMT donors and/or whether_',"

donorS' feelings of protectiveness for their organ are

" S
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S,

’ thelr parents"attltudes and perceptlons, regardless of

from medlcal staff because 1nterest had shlfted to the

A : ' AP o
Donors' expectatlons concernlng the,, pﬁent%s LU

'recovery progress postdonatlon may be 1argely‘¥%fluenced by
A\

i

factual-lnformatlon prov1ded by medlcal staff. Even though

parents of kldney donors were glven facts regardlng

progn051s and treatment compllcatlonsyitheyjusually entered

the unlt bellevlng that thelr chlldren would overcome all ..

_odds (Gold Klrkpatrlck Frlcker, & thelll, 1986)

Slmllar feelings -Of hope were noted ‘in parents of BMT
patlents (Brown &QKelly, 1976, Freund & Slegel 1986;-'
Patenaude et al., 1979) o . ST "T

‘,' ‘After’ observ1ng llttle effect from thelr 1n1t1a1-'

4

' attempt at 1ntervent10n, namely donatlng, donors noted that

L)

they recelved decreased attention from thelr parents and

V
re01p1ent., slmllarly, some kldney donors are reported to
have experienced a sense of abandonment or a feellng that '

b2
the attentlon they recelved pretransplant had been

L

tra{nsferred to the rec1p1ent posttransplant. ‘ThJ donors'
contrlbution was- complete and recovery was underway. - o
Howevern the rec1p1ent contlnued to requlre careful
monitorlng (Crammond 1971; Elsendrath et al", 69, Smlth

et al., 1986) " One researcher reported that some dondrs

-




felt that they received 11ttle agtention or reward compared
v';v {to the sacrifice they had made (Kemph 1965 1967) _

B Similar to findings 1n this study, other researchers
’5‘;'}_h‘reported that kidney donors experienced no such feelings of_’~‘:‘

‘abandonment (Higgerson & Bulechek 1982, Fellner & fv,"

1‘%;rshall 1968 1970) Fellner and Marshall (1968 1970)
: < -
'documented that in the 1mmed1ate postoperative period

'donors received attention from friends, relatives and ‘f’

media personnel for a month or two. However, th se donors L
- & - T

/)'i. __did Verbalize some disapp01ntment when the atte tion

7fdecreased and they ceased to be celebrities. Bernstein and -

R Simmbns (1974) found that after a year, most adolescent

5#1':donors contlnued to: recerve explic1t gratitude from thelr

l /family and the rec1p1ent Crammond (1967) noted thatﬁwhile;f»s
some dbnors did experience a loss of attention, most donorsy_:
}felt 1o need for'continuedvactive support. - e

y The posttransplant experience of the BMT donqrs in

»‘this study also does not appear to be captured yiﬁ

'tstatements postulatxng that feel:;gs of abandonment are a

j"result of’ decreased attention and.loss o: celebrity status.

Only two donors described feelings of neglect.'.

-‘believed that the reCipient ought to receiv‘ the

'-1attention because they empathized with the r cfgient*s

‘51tuation. For these BMT donors,.factors such as. the B _
. &ﬁeeling that their parents cared_for them as well as the 4%&
;, recipient the chance to participate in the family:unit
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. ‘experlence ’thelopportunlty to satlsfy thelr need to help o
‘out, and thelr moral norms 1nfluenced the 1mpact of the . 7e',¢t
1“decreased parental attentaon.,.;s‘ | “ R ’@
| SeVeral donors clearly artlculated ‘their need and
D thelr apprec1at10n for the genulne, carﬂﬁg apg;oach offered
’{} ) by staff ’ Donors stated that these staff members were a : |
;ﬁ‘_ potentlal resource when thelr parents were unavallableA
| Donors felt cared for by the hq’lth care profes31onals,_‘
'espec1ally nurses. They found. that nurses were 1nterested 2£?-
in their welfare, contrlbuted to the effort of 'helplng"' o
the reciplent :1ncluded them as part of the’care team, and
wére avallable for their iuppont 1f necessary.‘ However, S
few donors ever used thls percelved resource and they wereh
unable to artlculate why they d1d not ava;l themselves of
thls source of support In contrast Slmmons et al. (1977)
noted that nurses had llttle time to glbe kldney donors
.pralse and attentlon. Kemph (1965) also found that staff o
liriwere more interested 1n ensurlng the successqof the graft
yhbln the rec1p1e t/than in the ong01ng progress of the donor
h ”These dlffgrgnt donor experlences may 51mply reflect the
dvarlous phldosophles of care, dellvery found in the varlous.
itransplant fac111t1es.‘ d" | ‘_y N | (
' ‘ | “ al Emot]j o‘a ’a
Several changes occurred in donors' llves as a result
o of encounterlng thé stress assoc1ated W1th the transplant

. (3
R experience? These changes were not. planned or expecqu and

0

— e . . ] ',/
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therefore were difficult emotionally Changes related to

i relationships Wlthln families and a t tudes toward life

1ssues were also expééienced by kidney transplant donors

- and 51blings of chronically ill children. Several changes

"'can better be understood'in light of the theory of

adolescent development = “ R R

' Families with a health problem encountered alterations

' in. the quality and quantity of both 1ntra and extrafamilial

C

communication. McKeever (1983),,in,a rev1ew of €he :

1iterat3;e on 51b11ngs of\chronically i1l children, noted

. findings sxmilar to those found 1n this study ' Siblings 3

and donors 'arely discussed issues related to the dise‘se

1n order to protectxtheur parents. They experienced a

,\A,

ent- family env1ronment due to parental anx1ety,

preoc pation, and absence. Some experienced role strain
when they assumed more respon51bility for household chores
Although McKeever found several interesting themes in hé&

o
reView, she ~could not 1dent1fy a theory which described the

l 51b11ng relationship during chronic illness.' ;”'

The experience of tnansplant donors is Similar to that
4

-

B

| observed in Siblings of chronically ill children. Howevér,» fA

researchers who studied siblings of chronically ill ~’MH*_

- patients (Cairns, Clark Smith & Lansky, 1979* Grogan,'

Koocher, Foster & O'Malley, 1977 Harder & Bowditch 1982,v

i#/

iles, 1979 Spinetta & Deasy-Spinetta, 1981) reported

different observations regarding‘the impact p£‘~291r .

L1220

" .
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n'eXpeniences. ltairns'et al. \119/9) 1nd1cated that. school:Z

aged 51b11ngs experlenced severe stress in the form of A‘v
'j.1solatlon from parents, ne;lect 1n favour of the 111 Chlld
- and anx1ety regardlng thelr own health. They noted that

theag 51b11ngs were normal except for the fact that they

i'were under an enormous amount of stress.‘ Slmllarly, Taylor

A

e h(1980) noted that school aged 51bllngs reported\an overall
_ . ,
negatlve 1mpact of the 1llness w1th few p051t1ve affects.

'belng llsted. rNegatlve aspects 1ncluded feellngs of
firnadequacy related to a lack of feedback from parents and

feellngs of gullt related to - egocentrlc de51res._ Splnetta

' -of s:.bllngs were m% at-a level 51gn1f1cantly less than |
& oo . : - -
x.that of elther parents or patients.” J

~-.

In contrast but 51m11ar>to the flndlngs of thlS

-,

e study, Harder and Bowdltch (1982) and Iles (1979) reported"D

ev1dence of both p051t1ve ‘and negatlve results. Slbllngs

]

- percelved that the quallty and quantlty of relatlonshlps
with parents were decreased and expressed a de51re to
return to life as 1t was before the 111ness (Iles, 1979)

@;4;‘ 'They verbalized an understa@d;ng of - the i11 chlld's need
for 1ncreased time- and attentlon (Harder and. Bowdltch o

A - \.

123 -

and Deasy Splnetgg@(1981) reported that the emotlonal needsu

O

Ny -
1982). They experlenced a des1re to contribute and a senﬁe

N

of helplessness at belng unable to 1dent1fy approprlate
.1nterventlon methods {Iles, 1979) Both researchers

-documented Slbllnqs' feelinae af TRmrroscnd smce o —ta ta -
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e periénce. HS
., self-este%m, 1ndependence, empathy, and maturlty : Although

‘thelr overall feellngs about the experlence were affected

k. emendous emoternal stress they SUStalned durlng the

el
*
[

Al ’ .

and 1ncreased empathy for others -and for the 111 51b11ng
’ _h Donors in thls study also v1v1dly descrlbed the-

?"‘

ver, all described an 12§reased sense of

statements of p051t1ve effects were noted -all. donors,p:

%

by the success of the/t;ansplant and/or the subsequent ;5

124

health status of the rec1p1ent. Pos1t1ve perspect1Ves were

more evident in donors whose 51b11ngs had surv1ved w1th ﬁ

'outlook | . f S " | h | i ”l';g

~— -

only minor compllcatlons than 1n donors whd§£ 51b11ngs hqﬁ

’ dled or had surv;ved w1th 51gn1f1cant emotlonal or phy51cal
problems. In general most donors were posrtlve 1n therr‘ y

: fcomments w1th no donor relatlng an overall negatlve

N

Coplng W1é% 1ssues relatlng ‘to the loss of thelr

) 51b11ng and to'the transplant experlence may account for

" the decreased pos1t1ve perceptions of donors whose :

'”}of respon51b111ty for the way thelr marrow performed in the

recfplent, parental feellngs of grlef related to the loss

of thelr ch11d personal feelings of griq: and loss for

. _their s1b11ng, and donors' feelings of helplessness at.

*1bEing unable to fu1f111 their need to help.- One donor who

d1d not accept respons1h§11ty for the way her marrow

R rec1p1ent had dled. Such factors 1ncluded donors' feelings o



S

SR loss for her s1b11ng seemed to have a more p051t1ve .
v \,

perspectlve than the two donors who accepted respon51b111ty

' and who contlnued to work through 1ssues related to the- o

2

loss of thelr 51b11ng | It could be postulated that donors"

r who have re501ved the 1ssues related to these factors are t."

f,more llkely to have a pos1t1ve perspectlve than donors who _

‘v coétinue to cope,w1th unresolved 1ssues ' Thls hypothe51s
w1ll need to be tested u51ng a larger sample of donors of
both surv1v1ng and deceased rec1p1ents.
belng emotlonally traumatlc but d1d not feeI neglected orv

: abandoned Slbllngs of chlldren who surv1Ved cancer also

d1d not remember feellng abandoned by thelr parents nor d1d

’ they remember thewtreatment perlod as belng traumatlc

Most donors in thls study remembered the experlence as

(Grogan et al., 1977) Some donors 1n thls study ‘were able E

to contrast thelr transplant experlence to thelr prev1ous
hosp1ta1 encounters because thelr rec1p1en 5 had recelved
:_ several. years of treatment for thelr cancer prior to 5

| underg01ng a BMT.” These donors also dld not remember the
. . .a(v
S first treatment phase as belng partlcularly memoraﬁl&.
N /

2/;,—~—They had been 1nvdlved 1n school and other act gitles and

)?‘b %

were. dlstant part1c1pants. In contrast theyﬁfbscrlbed the

transplant experlence as belng more traumatlc and more .

iy 9‘

.;~serious.. It could be postulated that the degree of




N Donors descrlbed dlfferent 1evels of understandlng
'lregardlng the decreased attentlon they recelved from thelr

fparents. Few understood 1mmed1ately, most understood after

o observ1ng the rec1p1ent and thelr parents OOpe w1th the

‘ftransplant procedure, and some understood after or toward _
f}the end of the experlence.‘ These - dlfferences may better beb
‘{understood in 11ght of theorles of adole5cent development.
‘ Adolescent thlnklng dlffers radically from that of
'Q younger chlldren.- Adolescents acqulre new cognitlve .
tcompetenc1es.4 They galn an ablllty to analyze thelr own
';thlnklng, examlne ex1st1ng bellefs, construct theorles,li
ygenerate new v1ewp01nts, engage Ain abstract thlnklng, andf;f
'reflect on thelr own mental and personallty tralts.. Theyla_lg
Ccan thlnk about what 1s real and what is p0551ble (kagan,f o
1_1972,41nhe1der & Plaget 1958) Cons1stent wlth Plaget' .'
‘.theory, donors moved from a sta ‘of egocentrism where they
taftrlbuted un11m1ted power th thelr own thoughts to. a stage
y6f\decenter1ng where an objectlve approach allowed them to'u‘
ﬁdlfferentlate and coordlnate dlfﬁerent points of v1ew7
"cﬁplaget postu;ated that these skills could be enhanced or F{v
'retarded by cultural and educational condltions and by |
'4soc1al }nteractlon. Therefore, the age at whlch donors
iwere able to assume these adult -like thlnki;g processes
:depended on soc1a1 factors (InheldLr & Plaget 1958) sqph

- as a transplant experience.'

qSlng thelr newly developed Skllls, Elklnd (1971) ©
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“nllke younger chlldren, are now

.states.ihat'adolescents,v
elv ~in another 1nd1v1dual's shoes and ;7.

vv1ew a 51tuatlon from tha perspectlve. Donors galned thlS Lo

7

: ,abllity but were unable to 1dent1fy how they achleved thls
| . skill. Elklnd Dostulates that thls ablllty arlses from the-
'need of adolescents to understand how others are reactlng

- to them. Donors found that thlS new Sklll a551sted them to
’ _§J’J :
understand and manage thelr experlence.. -

In summary,'adolescent donors may have some

- characterlstlcs that are dlfferent from Chlld and adult

-‘donors. Thelr newly acqulred cognltlve skllls could , _
. ' @;,

proV1de them w1th coplng skllls that are unavallable to

'.;Vyounger donors.“ Thelr de51re to make’a dlfference thelr

'need to contrlbute, and thelr w1sh to establlsh competency
: [

“in adult roles may 1nf1uence thelr perceptlons of the

- experlence.. A subsequent study whlch would compare the

'f_ perceptlons of school-aged adolescent and . adult donors

could determlne what aspects of the donatlon phenomenon are

‘unlque to adolescent donors.
L Only 11m1ted comparlsons can be: made between the
"experlenoe of kldney and BMT donors regardlng the types of

3

relatlonshlps that developed between donors ang recipients _Q
~posttransplant. In contrast to the kldney donors,}
unsuccessful marrow transplant patlents usually d1e.
Therefore, there can not be a discu551on about '

relatlonshlps in thlS c1rcumstance

“



B

Kidney donors often developed closer relationships
4w1th their rec1pients. Only a small percentage of these

o relationships became more difficult (Higgerson & Bulechek

<

f*4986 Kemph 1969 1970 Simmons, 1981,,Simmons ‘et al
.o J ) ) : ;;
1977) However,idonors of: unsuccessful transplants were

A

more likély than donors of successful transplants to h ve

’difficulty 1n their relationships and were,less likely v.;

fhave a. spec1al closeness w1th the re01p1ent (Simmons,

'1983) ;g- DS S

. i
h !

Sim1lar to findings of this study, Wolcott et al
- (1986b) nbted that mpst adult BMT donors reported little
change in their‘relationships., The current quality of f’i;lj'f'
'their relationships appeared to be influenced by the Hegree |
| ‘of esteem given to the donor by the family unit and by the
"'rec1p1ent's health status and level of soc1a1,functioning : |
.‘While these factors also 1nf1uenced the relationships of gg' .
;donors in this study, additiONai issues included a desrte"\
‘.to be 'closeg' to the 'dying' 51bling, a desire ;o aépease(
iguilt regarding their past relationshins, their maturity

level the amount of 51m11ar interests, and an equal desxre_,ﬁ

thOn the part df the re01p1ent for a closzr relationship

— Donors came to realize that everyone was immortal ahd they T

gained an agprecxation for their families, their friends,‘* :

E,_and their rec1pient. Most donors,verbalized f;

;_} relationships w1th1n their fami}ies but- relv‘ionshibs‘uitn_f?

recipients often did not change. ,;f;‘
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.

Researchers who studled kldney or BMT donors generally

.ithat donors beneflt from_donatlng Although Kemph

:kidney donors ?nd levas ety&l (1976{ documented mlld to ,{?
-1.severe psychlc trauma 1n ower‘éo% bf thelr donors, other S
. researchers dld not record 51m11ar flndlngs.; Only ‘one-
“l,donor in thls study reported any s1gn1f1cant psychologlcal

: 1
_.»dlst ess as.a result of the traﬁsplant.; She experlenced'

-‘_stferal eplsodes of anx1ety attacks after the re01p1ent'

death but these rapldly d1551pated after the donor shared::.
these experlences w1th a health care profe351onal These

) eplsodes appeared to be related to the loss of. the 51b11ng |
rather than to the trauma of the transplant experlence,

. Researchers in kldney transplantatlon documented that |

u]_ S _
. . 'I . . . E e} v
- transplant verballzed 1ncreased regret negat ve’ comments

_donors whose donatlon resulted ln an unsucces

'and phy51cal and depre551ve symptoms (Bernste1 hSlmmo?sf~"
1974 ;- Elsendrath et al., 1969, Slmmons, 1981 1983) j

! Wolcotthet al. . (1986b) reported that although most BMT f;> hivu
donors dld well from a psychosoc1al standp01nt 10~ 20% of : |
'donors may have some adverse psychologlcal sequelae.

o Howeveﬁ? Wolcott et al studled only donors whose
lreciplents survxved and they speculated that thls Statlsth

s_could‘&ncrease when applled to donors of recxplents who d1d

.“. not ggrv1ve.'”"ff | | ) K |

N I_In general,'dOnors reported.positivefchangesjas au'



result of undergoing the transplant experlence._Kldney ff*];ftfé‘f
itransplant donorg[experlenced an. 1ncreased en]oyment of ;' |
11fe, (Crammond, 1968),~an understandlng and tolerance of |
oth rsx(Crammond 1968, Elsendrath et al 1969),hlgeh'

| matuflty‘or sense’ of respons;bllity (Crammond 1968,3
Rellner & Marshall 1968), a sense of 1ncreased self esteemfll_ )

Sy RE ) N
(Bernsteln & Slmmons, 1974, nggerson & Bulechek 1982 \\~ S

3 AN’ - o : :
Kamstra-Hennen, Beebe,.stu \3>§;mmons, 1981 Slmmons,"

&
R x ST

_1981 1983, Slmmonspet al. i 977), and a sense.of meanlng - |
gvor pu*oose 1n 11fe (Fellnerué Marsnall 1968 Higgerson & vftv"i”
,Bulechek 1982) ' They were proud'that they had done$\ o
,somethlng\great by donatlng (Elsendrath et al. 1969,-
‘Fellner & Marshall 1968 nggerson & Bulechek 1982) ang
‘L‘they enjoyed seelng the rec1p1ent feellng well S
fposttransplant (Kemph 1969) , In general the changes that
:resulted Were benef1c&a1 p051t1ve, and worthwhile.-_'f*‘_7afr~'

_ Slmllarly, adult BMT donors reported a posltive}se £- };RE‘I[M
esteem and a hlgh degree of satlsfaction w1th current llfe E

: R .
: act1v1t1es (Wolcott et al 19865) J;Donors in thls study‘

-

:*_galned a greater apprec1ation for mily members a greater

"apprec1atlon of thelr health and life, a better perspective A
'von life, an,émpathy'for ill indivxduals, and a purpose forf’\
liv1ng. All donors were proud of these changes and most “’
ﬁdonors descrlbed them as. being the positive aspects of the.:

' experlence.,;f'f _:vw«' ' ' R '



»1 marrow donor ‘- Sh\attémpt has been made to test a theory o‘f

o~

' and a theoret1ca1 ana1y51s of the experlence of the ‘bone"

le;tatlons of the Study ‘”; E ;f :

L The purpose of thls study was to prov1de a descrlptlo

condept There was llttle prev1ous 1nformatlon 1n the

11terature about thls experlence from Wthh to create a.

.

conceptual framework or from which to identify varlables

that could be used 1n a quantltatlve de51gn. Therefore,.
- B
the donors‘ experl_nce was descrlbed and the varlables .

whlch affected the responses of’ donors were 1dent1f1ed.

Several methodologlcgl 1ssues 11m1t the conclu51ons

- that can be drawn from the data._' A non-probablllty sample.

¢ W
was used to obtaln an understandlng and a descrlptlon of :

the experlence. Therefore these flndlngs cannot be

generallzed to the populatlon of all BMT dopors and may not v

be repllcable, although th1s was not the purpose of ‘the

study. A subsequent study whlch 1s based on the flndlngs

of thls studypand wh1ch uses quantltatlve methods can-

prov1de further verlflcatlon of the representatlveness of :

the data (Morse, 1986) j T' ,. _ '_r;F;’

The de51gn of the study ‘was retrospec~}ve in order to.. -

determlne the long term Effects of donating on the donor.v
However, this method does notsprov1de a cléar plcture |
regarding the actual transplant experienceﬁ The events
that occurred slnce the transplant period*g%d the processbd

of maturatloﬁ;both have 1nf1uenced donors' perceptlons of ,



1»'of care and by the spec1f1c types of postdonatlon serv1ces.

' current’

'de51gned spec1flcally for the donor.-

| - the past eVents (Stanley & Campbell 1966) However, the

:study s approach was useful Ain determining éhe donors'?"

d current perceptions‘;{,*

'i Donors' perception' of staff behaViour and staff

~support may be 1nf1uenced by the institution s philosophy

<

' However -as far as the 1nvest1gator could determine there

o were no spec1al programs at this 1nst1tution which were gff

o N

The theoretical sampling technlque (Chenitz & Swanson,

hff1936, Glaser & Strauss 1967) stipulates that the

uHowever, pract1cal con51derations dld llmlt the selectmon

“of donors. The expert staff member had difflculty

i further efforts should be made 1n subsequent studies to .

'ﬁls1gn1ficant psychosocial prqblems posttranSplant who

b

_1nvestigator choose the part1c1pants according to the needs'

of the(fesearch and according to which 1ndiv1duals can best

'enrich the 1nvest1gator s understanding of ‘the experienée.

"obtaining 1nd1v1duals who donated reluctantly or who"

.’

-,Vdeveloped obv1ous problems posttransplant Although this '
;study allows some ins1ght into certain aspects of the

,experience that could result in psychological sequelae,

&

1nclude donors who refused to donate,‘who developed

‘ requested payment for donating, who live with a recipient

| who has health problems posttransplant and who had

difficulty making the dec1s1on to. donate.' :;ﬂ"



- | ”3,133
In summary; the f1nd1ngs of thls study contrlbutes to -
1the current knowledge base about the BMT donor experlence
‘.However;dmethodologlcal 1ssues 11m1t the generallzablllty
and. replzcablllty of the study, the understandlng of the
A actual transpﬁant experlence, and the conclu51ons that can
”'be made ébou%‘non-donors and donors who deve;op ;{; efhil
jpsychologacal sequelae However, it does provide a’ +,’«’
;;descrlptpon of the tong-term effects of donatlng and
prov1des(beg1nn1ng data regardlng varlables and theorles
' that can be_ysed in subsequent reseprch studles. |

WA : S
' Imgllcatlons for Nur51ng (\ o

. o Severaéfuthors have descrlbed the emotlonal straln
- { .

i

that the-bone marrow transplant procedure has on famlly
- meﬂbers and the}patlent (Gardner et al., 1977 Patenauﬂe et
| al. 1979 Wolcott et al 1986a) Whlle théSe authors |
‘*:anecdotally;described psycholog1ca1 sequelae observed in

’dono;s, there was llttle 1nformatlon to gulde e

3
i

_ses t ward early preventatlve strategles.; Interv;ews

Jere ?onducted “to - determlne the donor experlence, to

bt}

prov1de nurses Wlth basellne data for further st dyp.and to

.eﬁfectlve interventlon strategles. Altho
: qualitatlve studies seldom glve adequate 1nfo
"determlnzng approprlate 1nterventlon strategles jata’_'-fro_in ‘

" this study prov1de a general directlon.

(‘\
;
o The flndings of this study andlcate that althoug



[

- the chspnic aspEcts of t 1llness.

“a kidney Srgan donors and BMT donors, there are élso some"

there are many 51milar1t1es between the experiep:e Of

unlque aspects to BMT donors.. Bone marrow donors do not“

‘ v1ew the’donatlon as a major sacrifice._The procedure 1s"_.

~ L o, .

' perceived to be mlnor compared to the emotional aspects of )

haﬁing ‘a 51b11ng experience exten51ve treatment regimes and

become crlticallw ill. 1In this latter respect their. .
comments are- 51m11ar to those verbalized by siblings of ;.i
-chronlcally 111 children However,(donors found‘that “”-;l,:
coplng with the 1nten51ve nature of the transplant ."';\ |

procedure was more emotionally dlfflcult than 11vxng w1th

BMT donors clearly articulated the fact that the :

emotional aspects of the whole experience were more

»

traumatic than the ac%gal donation._ Ihtervention'~

strategies could be aimed at preventing or decreasing the
experiences that contributed to their distress._ Health\,'
' profe551onals could ensure that donors enter the transplant

experience wlth realistic expectations. Preoperative
'J

. teaching and éducation regarding thé‘aonation procedure.'fil

o¥

qicould 1nc1ude 1nformation abqut the expected prognosis and

', length of stay, the antic1pated course of recovery, and the

t .

R poténtial reactions of parents toward an ill sibling.

A Donors could be adv1sed of ! their possible reactions to
observ1ng others die on the unit to watching the

fluz\uating health status of their sibling, and to.




_abandonment or neglect feellngs of respon51b111ty for the
;way the1r marrow functlons in the rec1p1ent and feellngs_

- of helplessness after donatlng PrOV1dfng donors W1th

N a3

tobserv1ng other parents and- thelr own parents ‘upder stress\'“

. fThey could be taught that reactlons may 1nclude feellngs of

- e P

tanglble, concrete tasks uhat they can perform to as51st ;

the rec1p1ent could potentlally decrease the donpr s

"feellngs of helplessness posttransplant. Nurses can assure e

v L
‘donors that they are w1111ng to 1lsten and‘to prov1de

;xadnformatlon _ ’ » B A )
All adolescent donors may not w1sh to tg%;_about or

‘ * 7 . e ‘

"'dlscuss thehr eﬁperience Most donors d1d not have & need. o

'ﬁ"The ten51on related to the stress experlence twas always g

\

v *professionals to be helpful Thls approach 1nc1uded belng

o more 1mportant than prov1d1ng an outlet for thelr feellngs

there'_and they requlred some perlods of rellef.

yof the helplng team. This need for a carlng approach was

'to talk about*thelr feellngs w1th other donors or. w1th
.other famlf&es They frequently avoided talklng about the

o experlence in order to escape the worry and the ten51on.

~}

.Donors found a caring approach from health

avallable to llsten, demonstratlng 1nterest in them as well
\ g
as the rec1p1ent prov1d1ng guallty care to the rec1p1ents,

L]

LT

’/Bging w1111ng to glve honest _stralghtforward answers to- 1 - ;

their Questlons, and maklng them feel llké they were part

~
- .



Fd Interventlon strategles shou!d be developed with thls ’

of donors could occur pfetransplant. NurseS|cpuld a531st
-y

.

parents to develop potentJ.al 1ntervent1 n. strategles th‘ ;&

‘_would prevent feellngs of - aband'nment o the part of the

-

' donor.. A care plannlng se551oh wrth‘ oth parents and the
donor.mlght be an approprlaté;strategy to ralse the -
awareness of both partles tofthitpotentlal needs of the

;other durlng the posttransplant perlod. Most,donors

‘ preferred to talk to theﬁg parents regardlng thelr

ncerns However, they Often d1d not approach thelr

"parents w1th thelr problems because they w1shed to protect

vthelr parents from further stressors or because thelr

'probléms arewpercelved by them to be Of Tittle consequenCe

».'.136.

N

especxallx;&ompared to those of the rec1p1ent.. ‘:';_ e <

‘restrlction in mlnd. Famlly members could develop ‘a scheme

‘whereby elther party could 1nd1cate a need for a’ subsequent'

N -

sess1on in the posttransplant perlod

i

Jv.ff - A dlschar e lannlng sesslon with donors and the1r
famllles may be help ul prior to thelr return home. At

e thls tlme,'nurses could assess whether donors were ready to:

return home" or whether the* had not yet completgi ﬂ‘xeir
need to help " Education could includ\ issues such as

potent1a1 changes 1n fr1ends at school cHanges in the

f" amount ofxrespon51bility at home, and feelings of wanting '

S5

to be wlth ‘the family group. Donors and nurses, along with

.0,‘




@ o—of thelr readjustment to the home settl

o .

' ydonors could communlcate the needs thatﬁaf}se as amresult
g

.':Referrais top

.communlty agenc1es may. be approprlate.

i

In summary, nurses “need to work closely w1th donors

and thelr parents 1n the pretransplant posttransplant and

-y

,vpredlscharge phases of the e§;er1ence Prov1d1ng ‘

~

o preventatlve 1nterventlon strategles that would allow

°

donors clear avenues of communlcatlon for thelr concerns

3

Vand promotlng a caring approach may a551st donors 1n .

Y
managlng tge emotlonal stressbrs of the- eyperlence

437
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: several genetmc dlsorders.

"40% of patlent_

k2 Appendix A
: _ (\b . W 5 . . ST A.-.. »
e 0verv1ew of Bone Marrow Transplantatlon »*»I;

At present bone marrow

)]
itransplants are almost exc: u51vely reserved for. gatlents

X
:-who have -an HLA (human 1 phocyte antlgen) 1dent1cal

%

's1b11ng donor.f HLA- 1dd.t1cal donors can be found for 35— .

5adota & Smlthson ‘ﬂ984, 'Rellly, 1983,

Sanders et al ,‘1985 Sanders et al 1986, Sondel et al

- 1983) Although mlsmatched famlly bone marrow transplants
-are becomlng an alternate form of treatment thls procedure‘
'lls usually avallable only 1n large treatment centres such ‘

i as the Fred Hutchlnson Cancer Research Centre and 1s-

)

l‘con51dered an experlmental treatment;modallty (Powles et
o al;, 1986) . The use of bone marrow from cadaver donors 1s

'*stlll under901ng laboratory study (Muglshuma et al ’ 1985)

The rec1p1ent with acute leukemla is treated w1th .

°

'suff1c1ent 1mmunosuppre551ve and chemotherapeutlc agents to’

. ablate the rec1p1ent's capac1ty to reject the graft and to" |

-eradlcate re51dual dlsease (O'Rellly, 1983,,Sanders et al.,

'_1985) i The actual transplant procedure inVOIVes
'_anesthetlzlng the donor and performlng multlple asplratlons
“_-from the 111ac crest of the donor.j The bone marrow is j"

w:pooled filtered and then admlnlstered 1nto -the,. reclplent

. R .

' 147.5 -




N

4

‘!",'patients.' Chronlc GVHD develops 6 18 months post

v1a an 1ntravenous transfu51on (Stew‘rt, Thomas,

\
13

- Nt
“the . risk~of general anesthetic, potential blood

o l'ss, potential 1nfectﬁon at the operative 51te, and _t"'

L potential pain at the operative 51te (Bortin & Buckner,”

1983- Buchner et al., 1984) f g%f’»,.fv.”'};;" .

I

. 'host disease (GVHD), 1nfection, graft rejection, and

‘ reported comgiicatlon rate was 0. 27% w1th no. deaths or. '

148
SomerVIIIe' & Stewart, 1985). f Ina study of‘p 290 donorslhaé'v

_ rmanent sequelae.' Potential complications for the donor |

/ A ’lﬂa‘jor rlSkS to the rec1p1ent 1nc1ude graft yersus o

leukem/b relapse+ GVHD 1s a pathologic process where the T];rﬂ{

\1ymphocytes 1ncluded 1n the donor s marrow recognlze the

re01pﬂent's tlssue as foreign aha destroy the rec1p1ent'

{skin and 1nternal organs (O'Reilly, 1983) This is unique'

from organ transplantation where the rec1p1ent T=

"alymphocytes reCOgnize the donor s organ as foreign and

l‘

”t_'destroy the donor organ. Acute GVHD develops 1n 30—70% of

’patients and may be the direct cause of death in 20-40% of
‘ it N

r
Y

',can be a 51ngle or. multi-organ disease._ It can result 1n ff

)

wfﬁminimal to seVere morbyditx,and may be ‘the" indirect cause

*Vof death (Sullivan & Parkman, 1983) _ Immunosuppressive

'dagents are used to treat GVHD ) Of the patients with”

L

mleukemia that surv1ve the transplant procedure,-,

transplant 1n 15 40% of long term surv1vors., Chronic GVHDf;

5approximately half will relapse with their original disease 'i
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Ka_r_‘ho;‘fs];'x _Séoras '
100% "N.ormal .no symptomé or 51gns of active dlsease
e 90% able to carry on normal act1v1ty, mlnor 51gns or/' .
:.(s e js}mpt’:oms of. actlve dlsease B
80% . normal‘,actlvz.-ty w1th‘ effor‘t i |
‘ .7 0%_;7~ E .unable ‘to’ do actlve work , cares for self )
60% requ:.res occaSLOnal ass:.stance : i_. -
»’5‘0% . requlres con51derable a551stance and frequente’- "
| i &medlcal care '. _A ‘ o - '. R ‘::“.;:,_..f.’"
’-40'_%  ‘*dlsabled ne "‘J‘;‘%be01al care '_ ) /
_;’b% hosbltallzéd death not 1mm1nent 'A'\‘I ,
- 20% .«hospﬁ.allzed crltlcal condf@i(gn | ’ ‘
. 10% ”";r%a:'fbund , | | )
0% g “dead (Karnofsky & Burchenal »1949)_
. ". g - 2T
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: - Appendix C
', &
= "Interview Guide. - _
" ) ';'zix -
.Dener'Backgrouhd Information -
“ ' 'eNot:_'
i ;. DatE::
i.ibate of Bib - _
o ' o~ - -
2. SeX' T :
3. Date of Dlagnosls of the Rec1p1ent'
4. Date of ) W -
- 5. Donor Mﬁgchig Perfegt "
.t{ , s Mlsmatth* ,
_ ¥ ‘
6. Were theré?bther poteht;albdohors’ )
,7; Are ydu p?esently 11v1ng in the same hone as the
‘ rec1§1eht°'- - .
g « \ i iﬂ‘
8. Current health status of the rec1p1ent- .
o : As percelved by the donor°” g
. : y . /‘k) \»“ .
. ! . ;“4 A ’
RN S SR 1
' As perceived by the hedical’ staff or chart
| “ N . "",_: - {' » X : ::3 .
'.'w .‘. :" . .
| N . / ‘ . . ‘ . N ’ 2.
" ~"}Xu"‘ "{)
e S ﬁ? - - \J




Donor:

1

- 1o.

127

s

VInterVieW'Guide _

What was 1t like to live 1n your family eﬁore the.,\'
-bone marrow donation

Probes. -your- relatlonshlp w1th your parents
_ _Your relationiship with thesrec1p1ent
e Yyour relationship w1th your other

31b11ngs (1f any)

— e ) - TN &

wh

'_Describe how the dec151on was madeﬂfor you to be.a ..
- bone marrow donor 8. Lo o - L
ey v

-Describe what things you thought about or con51dered"

while making the dec151on to donate your bone marrow o
What kind of 1nformation dld you receive or -did you
seek out regarding the donation process ’ o

What did you expect the actual procedure of donating

}your marrow would be like

expectatfonS‘

-What was it actually 11ke7 how dld 1t differ from your

Y

What was it like to live,in your family in ‘the first

months after the bone marrow donation . A
‘Probes: your relationship with your parents

R “your relationship with the’recipient

your relationship w1th your other

51b11ngs (if any) .

.-

'Since the'donation, the rec1p1ent has had some health

problems. What caused them? How long will they last’

-What, 1f anything,_can 'you do about it?

Who do you think the bone marrow belongs to now
Probes-" to you,‘to the rec1p1ent

- What aspects of thxs experience did you con51der to be

the. p051t1ve aspects.of donation _ ‘ R

- What aspects of this experience have concerned you the
: most . : _

»What is it 11ke ng_ to live in your family

Probes - your relationship with- your parents
-'your relationship with the recipient

! [T7-XT TENNE GO, S S PRy T ] Y Py




'h-Has thls experlence affected any aspects of your 11fe

o .
(3 .

.;]What aspects of thls experlence have you been able tola-. e
.have some 1nfluence over or +Scme control over R v ' :

J.

Probes" - physical health, emotlc.a; health, school -
AR - work, partncxpaclon in. act1v1t1es, career
"'_’ 7. chulces, relatlonshlps w1th frlends

If you had to make. the declslon to donate agaln, what
have you learned abdut the experlence that would help o

_you make that decis1on.:

:cVWhat have you learned about the experlence that mlght
‘help other 1nd1v1duals who 11ve w1th ‘or who work with
a- donor T L . : :



~ Appendix D
| FRED HUTCHINSON CANCER RESEARCH CENTER
o . . Consent Form (Parent). T
: B ; J ), .‘ . ) oL . PR ‘a B .",’. . o
-Project Title: ~.Bone Mariow Transplantation:  — '
Investigator: - ' Rena van der Wal, BSN, RN, MN Candidate = -
R E Un?}ersity of Alberta, Faculty of°Nursing ..

‘ pose of : y: The purpose of this research study is .
"J,:toﬂde3cribe,and%\ndétstanq'theqexperienqe'of*donorsﬁwhena ’
-;thexrécipient,deVelopSgsignifigantrhealth\problemswgfter a

. ‘bone marrow transplantgi:It'iS'antiéipgtéd that the ‘results .= .-~
_U\\<’r/ofﬂthiS°studyiwi11”provide'nu:ses;with a better: . . - o T
-~~~ .  understanding of the experience of the;bone;marrOWjdoﬁor;»f~f;?,
" Although there may be no_direCtrbenefit;tofthE»pdrticipantsoﬂgffu,
o of -this Study;,therefmay‘be;qhange§~in:the care given-to - . %
'gﬁj' . the donors. fdllowing the: completion of.this study. . .-

'»Qgﬂééntﬁ-This.is to,certify:gpatﬂIﬁg_ e Q.
- hereby agree to have my child . - ’ — — .

. participate in the above named research project. I .
- understand that I give permission for my child to be .. :
“interviewed and for these interviews' to be‘ tape-recorded. " .

I understand. that one or two interviews will be scheduled.

I understand that the tapes will be destroyed after they =~ ==
-are transcribed. - The transcfiptiohs will be kept for three. .
‘years in a locked cabinet and then destroyed. ' All . PO
transcripts will have a code number only and will contain’ - -

no reference to family name. I understand that the results

of the study. may be published but my child's name will not

be associated with the reésearch, - = = . . R

- I understand that my child is free to refuse to answer any . .
. specific questions in the int@iview. ' I also understand.
- that my'child is free to withds “his/her consentr and.
'yi.terminate‘his/herﬁparticipatiéﬁ‘at@hﬁy‘timé'without- -
".penalty.ﬁ:I-furthér'understéﬁhﬁfh&f;thercbntent of the
interview will be held in-'confide

- - Wi he nce: by the' investigator.;
- If myjchild;fiﬁds‘thegsubject»matter;upsettinq;at'any timég <

- {~. the"investigator will pto?ide'Supportive'meaéunes;' I have

- -been-given an opportunity to ask whatever questions I .7

.- desire, all,such'qugstibnsfhaveﬂbeenfahswered=to my‘.' e

o satisfaction;_andvI%haVe'rpceived’a_copyﬁof,thiSrconsent ST
form. . e e R ‘ o

A

- — 7'D§t§‘ . s
Investigator! G T BRI

SRR N
K3 h

B R TSI

:T?Sigﬁatﬁ:ézifé;n,‘\~-' SR f ./v”:
A‘-tRelationship.to.theﬁdcnor:':‘ '
--'.,W,_itness:’: B ﬂ_»_' RV
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o



Appendlx E

@ED HUTCHINSON CANCER RESEARCH CE_NT e
Consent Form {Mlnor Donor) S *

o ject T1t1e. ‘ -Bone Marrow Transplantatlon-
’ ‘The Experlence of the Donor

”rlnvestigator:rv_e Rena van der. Wal BSN, RN MN Candldate,,'

tUnlver51ty of Alberta, Faculty of Nur51ng;i_

Phone Number: -

:_\ : | : ‘-af_ . or. c/o Jolene Kelleher. "'-"' .

Pu rpose of_ the Study The reason for doang this. research

study is to give nurses a better understandlng of what it

:”415 like to be .a donor for a. bone marrow transplant.

- Although this: study will. probably-not help you, ‘it is hoped
" that other-donors can recelve\better care as- a. result of .

the flndlngs of trls study

A . ! - 0

: Consent "I, 'ﬂ - L ’ hereby agree to be.

" a part’ of the above research prOJect I understand that:

& . v

i 1. there w1ll be one or two 1nterv1ews that w1ll each

plast about one hour

2. I'wil} not have- ‘to- talk,about any subject r do not

- w#Bht to. discuss

3. EVErythlng I. say w111 be kept confldentlal by Ms. van
s, dexr Wal ¥ o
. 4. I'can stop the 1nterv1ew or stop my- part1c1patlon in
. this research pro;ect at any tlme I want to w1th no -
s ‘consequences : A R
, 5. My name will not appear on any report that is’ E

" published. from this study

' 6. If I get, upset +at any time- durlng the 1nterv1ew Ms

.- van der Wal w111 spend tlme w1tb me: untll I feel
”better - » o _ Co .

I have, had a chance to’ ask whatever questlons I want of Ms.:a'“‘

v r Wal. All- my questlons have been answered and I

"fhave,recelved ‘a coby of thls consent form

"i

g y %
&? 9%Relatlonsh:Lp to Rec1p1ent .

’-"QInvestigator{;

'lfSlgnature. s ;‘f. R N

‘Date'-

FW1tness.

W - ' R

155 °



'f transcripts ‘will have a  code number only and will c@ntaln

n':und

T T ,,%f','i- B T R
. L y P oy e e

e Appendlx F 17«"‘”°n‘h
‘ 4

FRED HUTCHINSéN CANCER R@SEg§CH CENTER
B Consent Ao (¥ . _Donoy) - j

" Project Title: Bone Marrow Iransplantatlon" :

oo ome U The Experience of the Donor . SR

- Investigator: ' . Rena van de® Wal, BSN, RN, MN Candldate -

L L ‘*invers1ty ofAAlberta Faculty of Nur51ng'

-Phone number: .- R
or c/o Jolene Kelleher.

A

.. .Purpose of the. Stgdz The purpose of thls research study 1s~7
. to describe ‘and understand- the: experience of donors .when. ..
~the rec1p1en€\develops s1gn1f1cant health problems after. a
‘bone marrow transplant. It is antlcrpated ‘that ‘the results
‘of this Etudy will provide nurses with a better,. -
understandlng of the experience ‘of ‘the bone. marrow: donor. T
- Although there may be no direct benefit to’ the.partlolpants ,3}
-of this study, there ‘may be. changes in the care'.given to - .7 T
the donors follow1ng the conpletlon of: thlS study.'jt~;- L

N
4 Consent This is to certlfy that I, .,?~* -5‘“*"*5'*“ ‘Lqu‘u
Vhereby agree.to part1c1pate in the above named: research.. 5

,proyect.‘ I understand that I give pérmigsion to be " e ‘ﬁ’?kﬁ
interviewed and for these interviews to-be" tapehreCOrdéﬁ
I understand that one or two.interviews will’ .be ‘schediled:

I understand that the tapes will be destroyed after: “they"
.are. transcrlbed " The transcrlptlons will be hept. forﬂthree

years in-a locked cabinet .and ‘then destroyéd XY “‘/uwhﬁz _:3

PR

no reference to famlly name. ,understagd that the results-
of the.study may be published. %,t ‘my: name will npt be .

assoc1ated w1th the research

I understand that I am f!ee_to refu%g to an;wer any .
-specific questlons in e . 1nterv1ew. I also underSta ,
~~that I am. free to w1th aW'my consent anqgterminqte my - S
';parzuc1patxon at. any time without” ‘penalty. I'further xf'x@',y

rstand that the content of the: interview will: be held’. -
. in confidence by the 1nvest1gator.; I£°T find. the subjeot .

- matter upsetting at any time, the investlgator will proVide“__'
- supportive measures. I have been:giveh an: qpportunity to. ...

.- ask whatever questions I desire, and all such’ questions. '
have been answered to my. satisfaction.' I have received a
- copy of thls consent form O )»'f = SR

3‘Slgnature. antfoﬁ '7»"In" f'Date

"?Relatlonshlp to the Rec1pient

<

"wltness e wl ' Investigator

l " :
y



