Improving the request process to increase
family consent for organ donation

Apprmimnte!y 40,000 people in the United States
were awaiting organ transplants by the end of
1996 An average of & to 9 mansplant candidates die
each day because suitable organs are not avaifable”
The shortage conlinues (0 Worsen despite wide public
support for organ donation’ and evideace indicating
that the number of medically suitable, brain-dead
petients far exceeds the actual aumber of organ
donors.** Research has also supported the view that
organ donation is beneficial to the donating family,
nffering solace and meaning in the face of loss.*®

Recent work has shed light on the underlying
potential for organ donation in hospitals and on the
outcomes of these cases, Two major eauses of non-
donation in hospitals have been identified: (1) failure
of hospital staff 1o ensure that & request is made to
family members of eligible patients, and (2) refusal of
families to grant consenl.

Tn 2 1991 and 1992 research conducted in 23
hospitals, Siminofl et al" estimated that 13% of
potential organ donors were not properly identified
or that their families were not approached for dona-
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The greatest impediment to otgan donatiog is refienl of fumily consent. This study
exumined the impact of 3 modifishle elements of the donation request on family
consent rates: (1) decoupling (ic, the fumily understands and accepts brain death
hefore discussion of organ donstion is begun); (2) the procurement coordinator
pamicipates in the request for conseat; and {3} donation s requested in & guiet, po-
vate place. Datn on the request process Wers collected prospectively for 707 med-
ically suitable potential donors who hnet Been referred o 3 organ procurement
crganizations, The average rate of conz=nt for dozation was 62.2%. Higher con-
sent rates were independently associzted with the 3 characteristics stdied, These
components were summarized in the Request Process Scale, Multzvariate regres-
sion analyses indicated that consent miss can be as high as 74% when all 3
process elements are present. Heospitals and crgan procurement organizations
should incorporaie these elements into their standard of practice when requesting
argan donation. (Journal af Trensplant Coardination. 1998;8:210-217)
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tian. Based on retrospective reviews of medical
records in 125 hospitals in 1990 and 1993, Gortmaker
et al' estimate that 27% of potential donors were naot
identified or approached. Both studies determined
that family refusal to donate was the principal reason
for not obtaining donation. In the Siminofl study,
545 of families declined 1o grant consent &0 organ
donation: in the Gortmaker study, the corresponding
figure was 32%.

A number of initiatives have been considered or
are underway to ensure that all eligible families arc
asked to donate organs.*" A consensus has emerged
within the transplantation and organ donation fields
that more work is needed (o understand the dynamics
of family consent and the modifiable factors leading
1o higher eonsent rates.”

Much work in the past has addressed the general
experiences and needs of families facing severs illness
ar death of a family member.™* In the case of brain
death, the challenges facing the family and the health-
care team are especially severe ™2

Research exists pertaining to the characteristics
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of an optimal request for organ donation. A number
of researchers have suggested that events within the
hospital strongly influence families’ decisions about
donation @™ though they did not provide data regand-
ing which practices were most effective, The litera-
ture on “breaking bad news" to families and
individuals in a medical setting™ contains general
recommendations shout pacing the sequence of the
information provided and delivering bad news in a
private and quiet location. These recommendations
can be applied to the organ donation situation.
Similarly, research®" on decision making under
stress suggests that individuals and groups reach
better decisions after a thorough search for informa-
tion, an unbiased assimilation of this information,
and a careful weighing of alternatives. These find-
ings also seem relevant to organ donation decisions,
Smaller studies on the request process in organ
donation have shown that factors such as the timing
of the request relative to the communication of brain
death™—as well as the types of professionals who
are involved in the counseling"—can influence
rates of consent.

Whereas a number of studies point to the impor-
tanee of the hospital process, 1o date there have not
been large-scale siudies examining multiple process
factors and their impact. The goal of this stady was to
examine 3 factors—individually and combined—that
may betler meet the needs of families of recently
deceased organ donor candidates, and that may Iead
1o higher rates of consent to organ donation. The
study was based in 3 regions of the United States.
The factors analyzed were as follows: (1) decoupling,
(2) the type of professionals invalved in the request,
and (3) the type of setting where the request is made.

Methods
Data Coliection and Variable Definitions

Dara ¢n specific elements of the request process
were collected from April 1991 to December 1992,
Information was gathered on all medically suitable
potential donors that were referred to 3 organ pro-
curement organizations. A total of 124 hospitals were
represented in the sample. The participating OPOs
were California Transplant Donor Network,
LifeSource Upper Midwest OPO, and Washington
Regional Transplant Consortium, The OPOs covered
Northern California, Minnesota, Nerh Dakota, South
Dakaota, the Washington, DC metropolitan area, as
well as portions of Maryland and Virginia. Together
they served a totzl population of 18.3 million in 19%]
and 15992.%

Date on all requests made 1o familics of medically
suitable potential donors (N=1261) were collected by
40 data eollectors using a standardized Donor Tracking
Instrument. The data collectors were OPD coordinators
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who had medical training; most were critical care nurs-
e, Training is described below,

Using the 2-page instrument, the data coording-
tor recorded information on donor demographics and
the request process. This demographics information
included age, sex, race, admission time and date,
death time and date, and refernl data. Information on
the request process included the following: the date
and time bruin death was confirmed and explained to
the family; when the request for donation was made:
who was involved in making the request; and whether
the request was made in a quiet, private setting,

Members of the study team held 3 day-long
training sessions for the 40 OPO coordinators wha
were responsible for data collection. These coordina-
tors received educational malerials explaining the
concept of decoupling and what constituted & “quiet,
private setting.” Requests for donation were classified
a5 decoupled if the OPO coordinator concluded that
family members acknowledged or understood their
loved onc was brain dead before they were ssked to
make a decision about organ donation.

Two patterns of professional involvement were
defined: requests that involved an OPO coordinator
and another hospital professional, and those that
involved only hospital professionals. “Frivate settings"
included locations such as family conference rooms or
private offices. Requests that were made by telephone,
in the patient’s room, et the nursing station, or in the
hallway were not censidered to be private.

Before data entry, data were reviewed for accuracy
and consistency across all 3 OPO regions, An intensive
quality-assurance process included case review in
monthly OPO staff meetings and, in many cases, retmo-
spective conferences with participating hospital staff,
Accuracy of consent and donation data was verified by
cross-checking with OPO referral reports, medical
record reviews, and formal family-consent documenta-
tion. Data forms were checked for completeness, and
coordinators and other OPO staff were contacted to see
whether missing data eould be obtzined,

Information on age, sex, and ethnicity or race of
potential donors was collected from review of med-
ical charts. Ethnicity or race was coded as either
African American, Hispanic, AsianfIndian, Native
American, non-Hispanic white, or other. In multi-
variate statistical models, the categorics of
AsianfIndinn, Native American, and other were com-
hined under 1 heading “other,” due to the low num-
bers in cach category.

Transplant hospitals were identified by the pres-
ence of an organ ransplant program as reported by
the United Network for Organ Sharing’s annusl
reporl.” Unil refers to the patient’s unit in the hospi-
tal at the time of referral to the OPO. These were
coded as follows: emergency, an emergency room or
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combined Cmergency roomiraums service; pediatric,
the pediatric critica] care unit in a regular hospital or
any critical care unit (je, surgical, medicy], cardiac) in
a4 pediatric hospital; su:gicaL-":::uruJagica.l intensive
care unit (ICLD), a surgical unit ip hospital with o
separate medical 1CT); medipg) ICU/coronary care
bnit, & medical unit in g hospital with 5 separate syr-
gical unit or any cardiac care unit; combined surgi-
callmedical IC1), 4 combineed surgicalimedical ynjp or
the ICU in a hospital tha has ealy 1 10D Operating
roem; and other, In multivariag Statistical models,
Operaling room was included {n the “other” category,

Cause of death was coded intg 7 Ccategorics,
These categories, in addition 1o being famniliar to the
OPD staff, were consistent with those used by the
United Network for Organ Sharing; cerebrovascalar,
motor vehicle crash; gunshot wound o stabbing;
other head trauma; cardiovaseular; asphyxiation
including asthma: other causes including drowning,
drug or alcohol intoxication, sudden infant deagh Syn-
drome, and cancer of the central REXVOUS system,* In

Data Analysis

Request Process Seale. Using the 3 clements of
the request process under study (je, decoupling, pri-
vite setting, and Opo involvement), 1he Request

Eiven for each element that was present. Eacyy Tesquest
Process in review received an inleger seore ranging
from Do 3,

Exvclusions angd Missing Dara. Cases in which the
family initiated the discussion of donation were
excluded (n=167), When families initiated the gis.
cussion, the rate of consent was B8%. Cases ip which
any data on the 3 TEqQuEsL process variables were
missing were glsg excluded (n=1337). To 455es8 the

the 707 cases that wers included in the study. No sig-
nificant differences were found between the 2 groups
in terms of SEX, age, race, hospital unit, and mosg
causes of death, A slightly Jower percentage of study
Ea5es compared 10 excluged Cases reported “othert
causes of death (7% v 15%, respectively),
Chi-square tests were used to examine differ.
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come of consent cases using SAS PROC REG sofi-
ware.” When the dependent varizhle was dichatomous,
linear regression estimates could be interpreted as
estimated changes in probabilities, The Tegression
estimales were unbigsed but inefficiens o 4 £ val-
Ues were 2-gided.

The regressinns Were also estimated using
weighted least squares method™ taking into account
the hﬂcl‘nscedusiici!}- of the variances. This approach
resulted in 95% Cls thy were essentially the same ag
these using an ordinary least squares approach,

Results
Predictors of Consent

During the Study peripd, complete data were
obtained on 707 medically suitahle Potential arpap
donors. Tn af] cases, familics themselyes did not fnit-
ate the subject of orgin donation. The rage of consent
was 62.2% for the sample and varied by race or eth-
nicity, cause of death, and OpQ (Tahle 13,

Higher values on the RFS were associated with
higher rates of consent, When none of e factors

donation (consent rate, 71.7%), In 41.4% of the
cdses, the request was handled by the hospital siafr
without assistance from the QPO coordingtor {cop-

More than three quarters of the requests were in
Private settings, a factor that was associpted with
higher consent rates. The consent rate for requests
made in private sellings was 67.2%, compared 1o

Neither the existence of 5 transplant center nor the
volume of a hospital's TEQUESES Was associated with
higher consent rates. Nearly three quarters of the cases
vecurred in hospitals tha dig ol perform transplants,
The average consent rage of those cases was 63 g
compared to 58.4% in institutions that performed
transplants (difference nop significant), The fnumber of
CSCS per instilution ranged from | 1o 4] over the stugy
Period. No association was observed between the num.
ber of cases and the mtes of consent, Hospitals with
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Tabie 1 Fhmllg.r eonsent rates for organ donation by pradictor varia

blez, 1991 1o 1292 {n=7T07)"

Rata of family consent

Variahla n % for donation % Pyaluaf
hge, ¥
D-18 i 185 657 =112
19-29 163 239 63.3
an-3 116 164 B55
40 - 48 122 173 BT
£0- 59 102 144 647
BO-75 67 85 AG.3
S
Male 423 503 61.2 =501
Fermala 284 402 L)
Racefethnicity
White 420 594 7 <0001
Alrican American 115 163 383
Hispani "y 165 46.2
Asian/ndizn az 59 310
Hative Americant B 08 -
[iher T 1.0 -
Cause of death
Carebrovascular 295 41.1 523 =00
Matar vehicle crash 153 1.6 758
Gunshot woundfstab 122 17.3 54.9
Other head trauma 78 114 (8
Cardiovascular 14 b b
Asphrydation 12 17 41.7
TTATIENG 2 2.3 =
Dy Intaedeation 4 06 -
ZID 4 i =
Dhenfmissing 23 33 L]
Hoipm&n;'mmmﬂ Icu 340 421 [ 249
g : : =
bined I =22 a4 6.7
Medical IELCEU 50 Tl B4
Pediatric A3 6.4 5i.1
Emergency 14 55 513
room 3 e =
Diher/missing B 1.1 -
Transplant canter
Tranzyhant 185 2.2 ad =28
Other 522 738 B3.6
OPD regian
1 360 51.8 60.1 <000
2 168 138 B16
3 173 45 40
Request Process Scale
Wumber of taciors present
1] 74 10.5 | <00M
1 177 25.0 548
2 238 6.2 GAA
3 200 3 738
Pequest was decoupled
["fr:s 3 497 ns <0001
No 355 504 R
Prafessionals irabved in requsst
tal ard OFO staif 274 39.5 T (00
DPO stafl abane 107 151 617
Hespital staff alane 203 4 532
Request poourmed In 3 privale setting
Yes 62 7Bl 67.2 <000
] 155 e 45
* Donation was nof famiy inftlatsd (e, requests jor doration wers madz)
+ Palues refer ko tests for dillarznces i fates of comsent
# Fiatns ware nol calculsted I e coll sixe wias Jess than 10
Si0S Inticates sudden nfant dealh syndome; |41, intenssve case unit COL, ciftical Gire wnd
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10 15 cases exhibited 5 61.5% consent rate, whereqg
hospitals with 16 or mope cises exhibited 4 63,3% cop.
sent rate (difference poc significant),

Multivariate Regression Resylis

The relationship between the RP3 and consent
Tates was estimared using multivariae linear regres.
sions, controlling for the potential confounding infly-
ence of age, sex, race pr ethnicity, capse of death,
hospital unit, whether the hospital was 4 transplant ceg.
ter, and OPO region (Table 2), Each EPS seope Ereater
than zero wasg associated with higher rates of Consent;
for a RPS score of |, CORSENE rates were 215 higher
(95% CI, 9 tg 32; P 000G for a BPS seope of 2, cog-
Sent rates were 37% higher (055 CL 26 to 49; P
D001); and for the maximum RP% seom of 3, consenr
Fes were 470 higher (055 Cl, 35 w0 50, P<0001).

The interaction effects between the RPS score

4ge and OPO region—had statistically significant lip-
ear regression coefficients, Cases in which the dece-
dent's age was less than 60 VEurs or “ecuring in the
service area of Opo region 2 were more likely ta
resull in consent (Table 23, Because (hege Tactors
Were not modifiable, they were outside the scope of
this study. However, they warrant furiher Evestiga-
tion and explanarion,

Altributabla Risk Estimates
To determine the Potential magnitude of the
improved request PrOCEss on consent for orgin dona-

cases in which the Rpg 5COMC WS e, providing g
broed definition of exposure.” Using this approsch,
the atiributable rigk estimate wys calculated 1o he
3T%; that is, 37 of nonconzent is attributed 1o the
Fact that donariog requests did not inclyde all 3
Process elements,

Discussion

A broad consengisg has emerged among trans.
plant and organ Procurement professionals thy it
acute shortage of dongrs will not be relisved g5 long
as family consent rages hover close 1o 50%, Higher
einsent rates were documened Wwhen the request was
dccuupI:d, when both hospital stafr and an OPQ)
coordinatar participated in the request, and when the
Tequest took place in 4 Private setting, Whep all 3 of
these factors arp present, hospitals and Opp;, could
BXpect o achieve a congent rale of T, nearly & 0%
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. ethnie groups iy notewarthy. Improving Africag.

American consent rRles 15 a high Priority because the
need For transplants is dispmporr.fnrrate[jr high in this
Emoup. Although Afrjean Americans represened only
1% of the Us Population in 1993 354, of patients
awaiting kidney transplants in 1996 were in this pop-
ulation,* In the present study, consent rageg mong
African-Ameriean Tamilies ranged from 200 (EPs
score=0) 1o 47 2% (RPS scores=3), Suggesting that
consent among African Americans could he substan-
tally higher if the FEUESE process is improved,

Donation requests involving hot hospital and
OPO professionals were Associated with high rates of
consent. This finding nderscores the importance of
(1) providing continuity of carg, (2) minimizing the
family’s perception of conflict of interest between the
caregiver and donatipn requester, and (3) including
trained experts in the TeqUest process,

Another significan finding involved the selting in
which the request wag made. A gujet, private setting
Presumably allowed the family to absorb the deqghy of
their loved ope without distractions, undyg siress, and
confusion, On the other hand, bringing up donation in
a public areq or in Proximity 1o the decegsad may lead
the family 1 feel eoerced or offended,

Although the Present study reported nonexper.-
mental data, all known pPredictors of consent were con-
trolled for in the muliivariate modafs, Nevertheless,
unknown and uncontroflad variables might haye inffu-
enced oiteomes in g denation request process,

A potential limitation of the study was (e

vemently infMluences their consent decision,
Although the presen sludy was based on only 3
regions of the United Stales, the observed congent
ate (74%) when all 3 RPS factors wepe Present was
remarkably close to the reported consent rape (75%)
in Spain in 1993 (308 family refusals gyt of a tata]

lished by the Spanish Department of Health, 45 5
result, the donation e Per million population in that
Couniry is one of the highest in ke world, A key feq.
ture of the Spanish syslem is the designation and for-
mal training of donation coordinntors i every
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Tabte 2 Estimated coefficients from multiple regressian” pradicting family consent for organ oRaULH yi = s
Predictor variable and categories Coetficient astimata g5% confidence interval Palug
S e _____—_____.____
Aga, ¥
o-18 022 0.07 10 0.37 =005
19-29 016 0,03 to 0230 =
a0-39 019 0.06 to 0.33 =005
a0 - 49 015 002 10028 =3
50 - 59 n.14 00 wo2a =0
&0 - 75 (referenca)
Se
Male f.02 0050008 =60
Female {reference)
Race/ethnlcity
African American 0.4 .41 to-0.20 =000
Hizpanic 0,28 037 o016 <00
Aslan -0.38 0,51 to-0.24 <0001
While (reference)
Requast Process Srale
0 (reference)
1 021 0.09 1o 0.32 = 000G
2 037 0.26 to 0.49 <000
3 04T [.3510 0.59 <00
Cause of death
Cardiovascular .19 046 100,08 216
Carebrovascular 0.0007 04510 016 <93
Cher head trauma 00F -015to 019 <Bb
Motor vehicla crash . oo7 00810022 <Al
Gunshot wound/stab 003 -0 140019 <16
Al other {referenca)
Hospitzl unit
Surgical/neuroogical ICU
{referenca)
Combined medicalisurgical ICU 003 0,05t 0.11 ol
Medical IGUGEL 0005 -0A3 0014 <84
Emergancy 0,13 027 to 002 <08
Pediatric 012 0.7 to 0.04 <15
Dther 014 40,42 to 0.15 <35
Tranzplant cemer
Transplant {106 015t00.03 2 17
Dther (reference)
0RO region
1 {reference)
2 014 .05 te 0.23 <003
3 -0.06 1,16 to 0.4 <26

*Bmﬂnunlmmmwmmm for all varables Showe, 1 which 1 =consant and D=ng conseol P gty =02

Icu Inmwnﬂmw.m"#mﬂ

— e —— —

hospital where there are potential donors.” Although Significant opportunity exists for hospitals and
1o systematic data exist yet on the characteristics of 0P 1o incorporate these elements into standard pro-
the request process in Spain, he standards of practice tocols.® Specific options include the following: estab-
include the provision of a clear explanation of brain lishing ‘in-house donation committees that are
death to ensure understanding hy the family before responsible for overseeing donation guality; formulat-
donation is introduced, and the use of a private setting ing practice guidelines or protoeols that incorporale the
where possible® 3 basic elements of the request process, prospective
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tracking of requests using the RPS; designating spe-
cialized teams with Jead respansibility for eocrdinating
communication with families: and having repular case
TCViews (0 ensuere that guidelines are being followed.
All of these methods have been shown o facilitae e
adoption of a new, improved request process,
Currently, there are no such standard prowcols, 4y evi.
denced by the average RPS soore of less than 2. More
than 70% of the requests did not have all 3 of the fac-
toes associated with higher raes of CORSEn).

If these factors prove broadly applicable, the
national impact could he dramatic. In 1996, there
were 5417 brain-desd argan donors in the United
Stules® out of an estimated 9000 to 15.000 per
Year™ The findings of the present study suggest that
donation could increase substantially, resulting in
thousands of additinna)l transplants annvally, as well
85 8 more systematic and effective Process for offer-
ing donation o surviving family members.
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