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in the Hospital Setting
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Despite the dramalic success and growing need for
transplantation therapy, its growth and availability are
tightly constrained by the shartage of suitable organs for
transplant, The Parnership tor Organ Donation has al-
tempted to take a systemalic, research-driven approach
Lo improving organ availability, focusing on those parts
of the donation system we believe can be mosl readily
improved, and where the increases in donation will be
largest. We have locused the majority of our efforts on
the problem of helping OPOs and hospilals 1o maximize
donalion rales among brain-dead polential donors.

Published estimales of underlying donor potential
in the US sugges! that less than hall of the nalion's do-
nor polential is currently being realized. Only approxi-
mately 5,400 polential donors become danors each year
(1) while estimates of potential range from a low of about
7,000 to a high of about 15,000 (Fig. 1). Extrapolating
from detailed chart review dala in Pennsylvania, Nathan,
et al (2), eslimated national potential to be between
10,000 and 14,000 annually. Evans, et al (3), estimated
national donar potential 1o be belween 6,900 and 10,700
cases per year, an estimale that probably significantly
underestimates donor potential since this study excluded
non-raumatic deaths. Relying on medical records re-
view in hospitals across 4 regions of the US, and includ-
ing both traumatic and non-traumatic deaths in cur analy-
ses, we eslimated the pool 1o be between 12,600 and
15,100 potential donors annually (4).

In order 1o understand the dynamics of this "realiza-
tion problem” more thoroughly we have focused our re-
search on 4 interrelated issues!

1. Where is existing potential concentrated?
2. Where in the donation process is existing potential
lost?

4, What lactors influence family consent rates?

4, How can organ procurement organizations (OPOs)
and hospitals use the answers 1o these questions
to maximize donation rates? .

Where is Existing Potential
Concentrated?

Large community and university affilialed hospitals
and major trauma centers are more likely to treat pa-
tients at high risk for brain death. Thus, we hypothesized
that existing doner potential would be concentraled in
large and inlermediale bed-size hospitals. In a recent
study (5) designed to test this hypothesis and to develop
an algonthm which generales accurate estimates ol re-
gional potential, we conducted medical records reviews
(MRR) in a stratified random sample of 89 hospitals in 3
OFO regions ranging from very large to very small hos-
pitals.' - Extrapolating from the random sample to the

Pannsylvania Evans Study Gortmaker el al
Donor Study  1888-1983 1996
1887

Figure 1. US donor potential estimates.

' These includad Calilomia Transplant Donor Metwork (CTOM),
LileSource Upper Midwest OFC (LileSource), and Washingion
Fegional Transplant Consartium (WHRTC). Statistical analysis
was pardormed by facullty from the Harvard School of Public
Heallh

Clinical Transplants 1997, Cecka and Terasaki, Eds. LICLA Tissue Typing Laboratory. Los Angeles, Califomia
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full compliment of hospitals served in the 3 reglans we
pstimaled that hospitals with 350 beds or more accounted
for 119 of the hospitals but contained 38% of the poten-
tial donors. Intermediate bed-size hospitals (150-349
beds) represented 26% of the hospitals and 43% of po-
tential donors: and smaller hospitals of 150 beds or less
constituted 63% of the hospitals but only 13% of the po-
tential donars (Fig. 2). Furhermore, the data collected
in the random sample indicated that the larger hospitals
were not realizing higher donation rates (actual donars/
medically suitable potential) than smaller hospitals. S0
not only were potential donors concentrated in larger hos-
pitals, unrealized donors were also concentrated in the
larger institutions. These data suggest that effars to
maximize existing potential should initially focus on the
largest hospitals since these will contain nearly 90% ol
the existing potential.

Where in the Donation/Procurement
Process is Existing Potential Lost?

To become an organ donor a brain-dead patient
needs 1o be recognized as a potential donor by hospital
staff, Nexi the family needs to be informed of and ac-
cept the death of their relative. Finally donztion must be
affered to the family who then must consent before do-
nation can proceed (Fig. 3). Breakdowns can occur at
any ol these stages. In a recent retrospective MAR re-
view of 916 cases where patients were suitable candi-
dates for organ donation, we found that only 299 of these
became donors (for a donation rate of 33%) (4). Of the
617 cases of potential danors who did notl become do-
nors, 226 (36%) were due to family refusal 1o consent.
Familias were not given the option 1o donate (i.e. were
not asked) in 156 cases (17% of lotal) despile evidence
in the medical record that the potential donor had been
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Figure 2. Estimated distribution of donor
potential by hospital size (3). Haospitals:
small=<150 beds, medium=150-349 beds,
large=2>350 beds.

diagnosed as brain dead. Ninety-four potential donors
{10% of total), on the other hand, were never identified
as brain dead in the recerd, despite clinical findings con-
sistent with brain death. In 41 cases (4% of lotal) dona-
tion did not occur for other reasons, including situatians
when cardiac armest oocurred before donation could pro-
ceed or when medical examiners refused lo release
cases (Fig. 4). These data are consistent with the find-
ings of Siminoff, &t al (6), who estimated 1hat 13% o
potential organ donors were nol property identified and
their families were not approached for donation.  Bath
studies found that family relusal to donale was the prin-
cipal reason for nop-donation. In the Siminoi study, 54%
of families declined organ donation when it was ofiered;
inthe Gormaker study (4), the corresponding ligure was
52%.
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Fignre 3. Influencers of donation consent decisions.
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Figure 4. Potential donor outcomes at 69
hospitals (4).

These data suggesi that an additional 1,800 addi-
tional donors per yvear could be realized if all potential
donors were identified and donation were requested of
all tamilies, even il consent rates remained flat at about
50%. Al the current average of more than 3 organs per
donar, the number of transplants could increase by nearly
5600, In Section 4 of this chapter we detail one suc-
cessful hospital intervention effort aimed at boosting iden-
tification, referral, asking and consent rates in 50 hospi-
1als across 3 regions of the US. I in addition 1o efioris lo
ersure consistent asking of families, we could boost
consent rates by even a few percenlage points, thou-
sands maore transplanis could be performed each year.

What Factors Influence Family
Consent Rates?

In their recent review of the available literature on
{amily consent decisions Radecki and Jaccard (7) sug-
gested that the information most consulted by families
when confronted with donatian was whether or not the
deceased relative wanled 1o become a donor. Unforu-
mately, only about 29% of the American public repor
having heard specifics from a tamily member about their
wishes concerning organ donation (8). Thus, most of
the tamilies who {ace the decision abowt organ donation
da so without the benefit of knowing their relative's
wishes, When the prior wishes of the deceased are un-
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known, hospital-based situational factors (e.g. perceived
emotional support of the medical staff) may become im-
partant determinants of consent decisions (Fig. 3).

We have long believed that it is crucial lo under-
stand the experiences of families in order to betler ad-
drass their needs when facing organ or tissue donation.
In order to understand both donor and non-donor fami-
lies' experiences with organ donation in the hospital set-
ting we interviewed 164 families who had been faced
with the donation option in the 6 months prior to the in-
terview (9,10). This study showed that consent was more
liketly when families understood brain death and were
satisfied with both the qualily of care their relative re-
ceived and the donation request itsell, T

The interview protocol included several questions
about quality of care at the haspilal, how and when the
donation request was made, who was involved in the
family's decision and about how and when brain death
was explained relative to when the subject of organ do-
nation was first presented.?

Quality of care. While practilioners have long be-
lieved that family consenl 1o donation was strongly re-
lated to the tamily's overall assessment of the care they
received at the hospital, our study documented this refa-
tionship. We asked families to indicate their level of
agreement with B statements, including "The medical stafi
took the fime to answer questions about how [name] was
doing.” and “i was kept updated on how [name] was do-
ing." Basedon the 8 statements, we construcled a “qual-
ity of care received” scale (range = 0-8; Cronbach’s al-
pha = .66; Table 1). While 82% of donor family respon-
dents had a score of 6 or higher on this scale, only 48%
of non-danor family respondents had scores of 6 or higher
(p<.00004).

Inspection of Table 1 reveals that the items which
mast differentiated donor from non-donor lamily respan-
dents were those having to do with provision of informa-
tion to the family. When families are not given the infor-
mation they need, their trusl of hospital staft may be un-

2 Three OPOs (Delaware Valley Transplant Program, Maw Jer-
soy Organ and Tissue Shanng Metwork, New York Grgan Do-
nar Metwork) provided cantact information on the tegal next-of-
¥in of all medically suitable potential organ donors who had
been referred 1o the OPOs from February 1 through September
50, 1994, Facully from the Harvard Schael of Public Health
assisted with the study design and analysis. Contact with fami-
lizs was coordinated through the Harvard School of Public
Health
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respondents (9).

Table 1. Beliefs and attitudes about the quality of care reported by donor and non-donor

Percentage of respondents
indicating agreement

Survey item Donor Non-donor Chi-square
[NAME] received the best possible care before [s/he] died. g2 70 13.36 (di=1), p<.0003
Everything that needed to be done to try to save [NAME's]

life was done. 91 69  13.37 (dI=1), p<.0003
The medical staff showed they cared about me and my family

and what we were going through, 94 B2 5.62 (di=1}, p<.02
| was kept updated on how [NAME] was doing. a0 74 7.25 (di=1), p<.008
| was told that [NAME] might not survive long before [s/he] died. a0 (52] 2.68 (di=1), NS
The medical staff took time 1o answer my questions about how !

[MAME] was doing. 95 Iii 11.38 (di=1), p=.0008
My family and | were able to spend the time we needed with

[NAME] when [s/he] was near death. g2 92 <1 (di=1), NS
My family and | were able to spend the time we needed with

[MAME] after [s/he] died. 85 76 1.81 (df=1), NS

di, degrees of freedom; NS, not significant.

Mote: Respondents were asked 1o indicate whether they strongly agreed, agreed, disagreed, or sirongly dis-
agreed with each stalement. "Don't know” responses were grouped with the disagree responses.

dermined. Only 69% of non-donor {amily respondents
endorsed the statement; “Everything thal needed lo be
done to try to save [name's] life was done.”

The findings concemning general satistaction under-
line the importance of involving hospitals actively in im-
proving donation practices. When families are dissalis-
fied with the care provided in the hospilal, there is litile
that an QPO coordinator can do to remedy this after the
tact. Yet, if hospitals were mare atientive 1o the needs of
families of critically ill patients, especially their desire for
communication, families' satisfaction with the overall
quality of care throughout the institution would probably
improve,

Explanation of brain death. The data suggest thal
families' comprehansion of brain death is one of the mos!
potent determinants of familial consent decisions. Mon-
donor tamily respondents were significantly fess likely 10
report thal they had received any explanation of brain
death, were jess likely to understand an explanation they
did receive and were more likely 10 be asked for dona-
tian in the same conversation where they received the
brain death explanation,

When asked, for example, “Thinking back to the
time when all ol this happened, was the meaning of ‘brain
death’ ever explained to you?", only 54% of non-donor
and B4% of donor respoadents answered positivaly, Only

14% of the respondents said visual aids such as pic-
tures or charis were used to help explain the concept 1o
them. Eighty-ihree percent of donor and 56% of non-
donor family respondents said that they were given
enough time 1o understand that their relative was dead
before medical staff brought up organ donation {p<.0004).

When asked a series of questions to investigate their
understanding in more detail, it became clear that brain
death was confusing lo many, particularly the non-donor
family respondents. Respondents were asked whether
someone who is brain dead is in a coma or dead; whether
somecne who is brain dead is dead even though their
heart is beating, and whether il is possible for someone
who is train dead 1o recover. For each of these gues-
tions, non-donor families were much more likely 1o an-
swarincorrecily. For example, when asked if they agreed
that people cannot recover when they are brain dead,
80% of donor family respondents correclly agreed wilh
this statement, while only 48% of the non-donar family
graup did so {p< 0002).

we created an index from the 3 brain death ilems,
giving ane point for each cormect answer (Cronbach’s
alpha=54). Amang donor lamilies, about 80% answered
2 or 3 of the questions correcly; only 52% of non-donor
families scored thal high (p<0 Q000E)
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non-donor respondents (9).

Table 2. Beliefs and attitudes about the donation request process reported by donor and

Percentage of respondents
indicating agreement

Survey item Donor MNon-donor Chi-square
The persan who asked for my consent to donate made the request in

a way that was sensitve o my needs, a7 59 37.77 (di=1), p<.000001
The person who approached me with the consent form handled the

situation in a way thal was sensitive to my needs. g7 62 31.43 (di=1), p<.000001
| f2lt comfortable talking with the medical staff about organ donation. 92 52 32.85 (df=1), p=.000001

| felt the medical staff would be suppaortive of my decision no matier

whal | decided. 94 80  7.47 (di=1),p<.007
After we had reached a decision aboul organ donation, the medical

staff supported cur choice, g8 80 15.18 {di=1), p=.0002
My family and | were given enough information 1o make an informed

decision about organ donation, a5 67 22.23 (di=1), p=.000001
At the hospital, organ donation was discussed in language | could

undersiand, g9 75 23.32 (di=1), p<=.0000071
People at the hospital weare able to answer all of my questions about

donation. LT 67 24.52 (di=1), p<.000001
My family and | were given the privacy we needed 1o make our

donation decision. a5 73 15.24 (di=1), p<.00001
My family and | were given enough time to talk about donation and 1o

make sure wa were making the right decision, 98 73 17.20 (di=1), p=.00004

df, degreaes of freedom; NS, not significant.

Mote: Respondants were asked fo indicate whether they strongly agreed, agreed, disagreed, or strongly dis-
agreed with each statement. *Don't know® responses were grouped with the disagree responses.

Thus, it appears that many families—especially
those who refuse donation—never fully grasp that brain
death s death and enler ihe danation request phase of
tha process with lingering beliets that their relative may,
in fact, be alive. 1is no wonder that many tamilies find it
difficult to assent to donation.

The request itself. Donor families expressed
greater satisfaction with the way the request was handled
than non-donor families suggesting that careful, sensi-
tive requests are sirongly associaled with consent. We
asked the respondents to indicate their level of agrea-
ment with 10 statements addressing the Tollowing issues
(Table 2), Foreachof the 10 statements, donor lamilies
expressed signilicantly higher levels of satisfaction than
non-danar families. In order o assess overall satisfac-
fion with the donation reguest we calculated an index
frange 0-10; Cronbach's alpha = .20) which summed
responses 1o all fems addressing satistaction with the

requast, Virtually afl (34%) donor lamilies had a score of

& or above on this scale, while fewar than hall (47%) of
the nen-donorfamilies had a score that high (p< 000001},

In summary, whatever knowledge or attitudes fami-
lies bring with them 1o the donation situation, they are
less likely to consent to donation when their situational
needs, i.e. their needs at the hospital for informalion,
time and privacy, are not respected. These qualily-of-
care, process-related factors are poweriul predictors of
the family's likelihood to donate.

Implications for OPOs and Hospitals

Since the guality of the reques! process itselt has a
major influence on consent rates for the majonty of fami-
lies — those who do nol know the donation wishes of
their deceased ralative — OPOs and  hospitals can im-
prove their donation efiectiveness by ensuring that the
reques! process proceeds consistently, incorporating the
process faclors that best meet families’ needs and are
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associated with higher consent rales. One

oo 50 n=1,061 |
key element in standardizing request prac- E, CIHigh-performing hosp y '
tices is training critical care staff in relevant | € 40 T @‘I 'E Low-performing hosp \ L‘Lﬁ """"
request skills. In a survey study conducted | B 0% Teg%% R30%
in 1991 (1), we examined the effects of train- | = 30 1 = =1
ing on donation rates by comparing staff E 50 - :
training levels and capabilities al “high-per- | &
farming” hospitals to staff training levels and § 10 +- -
capabilities at “iow-periorming” hospitals and o -_1 , . sl
found that training in donation skills was 0 How to " How to 'Family grief : Decoupling
strongly predictive of donation effectiveness. request explain  counselling

High-performing hospitals were hospi-

donation brain death

tals with donation rates at least one slan-
dard deviation above the aggregate mean,
and low-performing hospitals were haspilals

Figure 5. Hospital staff readiness and hospital perfor-
mance, training comparison (11). '

with donation rates thal were at leasl one
standard deviation below the aggregale

mean, The aggregate mean donation rale 100

was 36%, sd=14.4%. E 98% n=1,061
We surveyed 1,061 crilical careé nurses % B e C

and physicians who had been involved ina E_

potential donor case recently® The survey | & 601

was carried out in 1991-1992 in large bed- | & a0t ... e

size hospitals anly {mean size was 456 | 3 o258,

beds). Response rates to the survey aver- 5 i, | Requesting 3

aged 52% across all hospitals surveyed with E - i Bi?,},m Jﬂ Counselling

a range of 30-92%. Unforunately we coi- & g

lected no data on non-respondents so we Agree staff Have received

cannat claim that our respendents are rep- should be trained training

resentative of all staff in critical care setlings.
Meverheless, we did survey from a relatively
large region of the US.

Figure 6. Importance of training staff in organ dona-
tion skills (11).

Compared to respondents at low per-
farmance hospitals, respondents at high perormance
hospitals were significantly more likely to repon having
received fraining in: a) how to request donation; b)) how
to explain brain death to the family, ) family grief coun-
seling, and d) how io decouple the explanation of brain
death from the request for donation (Fig. 5). Clearly, train-
ing in donation, parliculary in he areas of tamily care
and the request process itsell, positively impacts on fa-
milial consent decisions. Unforlunately, only 33% {346/
1061) of respondents across all hospitals had received
any training at all in "how to request crgan donation” and
only about a quarer received training in explaining brain
death or in family grief counseling—this despile wirtually
unanmous agreement among staff that traimng should
he pravidad for those involved in organ danation 1Fig. &)

When providing training for staff likely o be involved
in requests for organ donation the locus should be on
strengthening staff capabilities at those points where the
donation process is most likely to break down; Le.in idern-
tilication of brain-dead patients, in explanation of brain
death 1o the family, coordination of etiors with the OPO

3 This non-random sampla of hospilals included 16 thal were
trauma-cerified, 7 that were both rauma certilied and a trans-
plart center and & that were neiiner frauma-corilied nor & irans-
plant center, The panicipaling haspitals were divided among 4
Chrgan Procurement Organization (OPQ) regions as follows:
Washinglen Regional Transplanl Consartiurn: 10 hospitals;
LiteSource Upper Midwest OPD: B haspitals, California Trans-
plant Donor Metwork: B hospitats; and Kenlucky Qrgan Danar
Afilliates; 4 hosptals.
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when approaching families for donation and

in making the request itseli. We demon- 1m_9mmﬂwrfm ... | ] Predintenvention
strated that staff can be successiully trained e1%| %‘ by Approach CIPostintervention
in donation-relevant skills in a study con- 80 4-- Aip---
ducted in 1891-92 (12) (Fig. 7). Training was &
provided to staff in 50 hospitals in the ser- t 601 =
vice areas of 3 OPOs 4 ﬁ 4""

We collected baseline data on dona- | & 40T P
tion performance for calendar year 19390 in ¢

. . . 20+ !

all hospitals for use in comparing rates ol -
donor identification, rales of donor referral -

to the OPD, rates of donation request, and
rales of cansent to donation. Similar data
were collected throughout the intervention.

0 : - + -
n= 422 369 422 369 422 369 291 316 422 365
p=001 p=.001 p=.001 p=N3 p=.005

Haospital interventions began in eary 1291
and continued for 18 months. We compared

Figure 7. Effects of OPO-driven intervention. 50
hospirals, 3 sites, 1990-1992 (12).

donation perdormance for the third and
fourth quarters of 1830 (pre-intarvention)
with that of the third and fourth quarters of 1992 (post-
intervention). There were no data available on the re-
quest process variables discussed above (privacy,
decoupling, and QPO participation) prior 1o the star of
the study, so we were unable to delect changes in the
management of the donalion process prior o and aller
the study. We did, however, track process variables pro-
speclively throughout the intervention. This allowed us
to test the hypothesis that the 3 requeslt process faciors
would be positively relaled to consent rates and could
be taught to critical care stafi. We designed organ do-
nation protocols for each hospital thal included the fal-
lowing elements: identilication of all potential donors and
notifying the OPO before asking each family about or-
gan donation; ensuring a decoupled request; asking fami-
lies about organ denation in a quiet, privale setting; and
actively including the OPO coordinator in the donation
requesl.

We observed significant improvements (relative to
baseling) in the rates of donor Identitication, referrals Lo
the OFPD, asking families 1o donate, and donation. Iden-
tification rales increased by 6.5 percentage poinls, re-
ferrals by 24.7 perceniage points, reguests 10 families
by 16.6 percentage points and donation by 9.6 percent-
age points. We did not abserve any change in the rate
of family consent to donation suggesting that the ob-
served changes in donation were a function of better iden-
titication of potential donors and more requesting of do-
nation (rom families, rather than a change in the gualily
of the request process.

The data confirmed the association of higher can-
sent rales with the 3 factors previously mentioned—pri-
vaty, decoupling, and a collaborative request invalving
hospital and OPO staff, However, we did not observe an
improvement in zclual consent rates. This anomaly was
attributable to the {act that 1he decoupling rale across all
hospitals remained at about 49% throughout the project,

Thiz study underined the vital imporance of har-
nessing hospital systems to ensure consislent practices
around the donation request. Relying on hospital stall
o comply with the recommended reques! praclices vol-
urilarily is not sufficient. There are many barriers to imple-
menting guality improvement initiatives around organ
donation requests. Because donation is such an infre-
quent event, most siaff do not have frequent opportuni-
ties to improve their skills. Staff who do become involved
are often self-appointed with lithe ar no oversight from
any other body in the hospilal. Therefore there is no
accouniability or negative consequences when unlrained
bul well-intentioned staff members perform poorly. The
lack of formal donation protocols and associated train-
ing opportunities for stafl herpeluate poar family care
around donation.

* Tha participating hospitals ware divided among the 3 OPOs
as follows: CTON: 24 hospitals; LileSource: 14 hospitals,
WRTC: 12 hospitals. Ona hospital in California was onginally
saryed by anolher OPO and fater added 1o the study in 1991
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CONCLUSIONS

What then are the factors which influence familial
consent decisions at the hospital and what can be done
to improve donation effectiveness? Data from a number
of studies using a range of converging study methodolo-
gies (retrospective MAR, prospective donor tracking
tools, staff surveys, family interviews efc.) suggest that
the care the family receives at the hospital strongly influ-
ences consent decisions, Clear and consistent informa-
tion about the status of the patient, clear explanations of
brain death, sensitive, informalive and decoupled request
procedures which lake place in privale setlings and so
forih, all have an enormous impact on the decision-mak-
ing processes of families of brain-dead patients. How-
gver, we have observed that these basic practices are
tallowed only infrequently in actual potential donor situa-
lions, even though the concepls have become quite fa-
miliar to hospital and OPO stalf. Even where one might
predict better adoption of these practices, i.e. in large
hospitals with transplant programs, we find donalion rates
that are no better than those found in centers without
fransplant programs (13). Mow the challenge for the
transplant and donation communities is 10 shift fram
rhetoric 1o actual practice by hamessing key hospilal
systems to ensure quality and consistency in requesting
donation. Although difficult, these factors can be taught
to staff who normally care for families of brain-dead pa-
tients. They appear to be necessary in arder 1o fulfill the
ohligation to allow the family o make an informed deci-
sion about organ donation ®

Haspital development effors should include the fol-
lowing key elements (Fig. 8):

1] Setl an accurate baseline of hospilal performance
around organ donation. This means conducting a
medical records review of donor potential and out-
comes, 1o identify points where potential is being
lost {14). |f staff are not identifying suitable candi-
dates for organ donation then training should focus
on brain death identification procedures and refer-
ral to the OPO. I, on the other hand, consent rales
are low, the Institution will need to address the need
for a better designed process for requesting dona-
lion and {he associated neads for staf fraining and
quality assurance.

2y In most large hospitals, fermal donation protocols
will need 1o be introduced.  This requires CONSen-
sus among critical care stafl and other interested

parties that these new protocols are needed and
appropriate.

3) Once consensus has been attained, a donation in-
frastructure will need to be established. This infra-
structure should include an oversight committee re-
sponsible for tracking institutional donation perior-
mance, a point person or small tearm from within the
hospital to provide support to families of potential
donors and ensure that communication is well-co-
ordinated as well as interlacing with the OPO staff.

4) QPO stafl and the in-hospital donation commitiee
should then set up a series of training opportunilies
for relevant crilical care staff which focuses on do-
nation prolocols and the best demonstrated reques!

[ Diagnose hospital performance

Y

[ Build consensus

v

- . [ .
‘ Establish donation infrastructure

A
Conduct in-depth education

Y
Enact new protocol

\

| Ongoing monitoring, QA,
| process imprmremant

Figure 8. Process for improving donation
in hospitals.

% Tha Partnership for Qrgan Donation is currently collaborating
wilh a group of large hospitals and OPDs across e LS 1o
estabiish farmal protocols for argan danation, incorporating what
we now understand sbout “best practices.”  The intervention
meodel also includes designating an in-hospital Wam o ensure
quality and consistancy in family communication related Lo or-
gan gonation, and o guarantes smoalh coordination with, and
active involvemant of the OFD. The design alse encompasses
intensive education, as well as fong-lerm manilorng and qgual-
ity assurance procedures 1o enzure that 1he protocol becomies
the practice nam. 11is oo soon to knaw 1he outcame of this
wark; by late 1988 thers will be sufficient data to share the oul-
come of this wark with the donation and transplantation com:
muniies.



practices. The goal for the in-hospital donation spe-
cialists is to attain a high level of competency and
comfort in coordinating a complex process and in
interacting with grieving families. For the rest of the
critical care staf, the key messages revolve around
their role in the protocel, and how and when 1o ac-
cess expert resources on donation to assisl in the
ecommunication and management of the case.

5) The protocol then needs 1o be enacted with the ap-
propriate clinical tngger. Choosing an objective clini-
cal trigger to activate the protocol simplifies the pro-
cess by minimizing the degree of subjeclive judg-
ment Involved. It is also helpful to enacl the new
protocol at @ particular point in time, 5o that stafl
can be adeguately prepared for the change.

§) Wilh each protocol activation, data should be col-
lected and then used to provide feedback to invalved
parlies to ensure continuous quality improvement
across Ihe entire process, 1his feedback mecha-
nism requires installation of a performance measure-

ment and monitaring systerm for ongoeing quality con-,

tral.

What we have demonstraled in the studies reviewed
above is that when quality family care occurs in the hos-
pital we can expect a cormesponding response from the
tamilies. The challenge ahead is lo transform these find-
ings inlo standard, accepled practice in hospilals across
the couniry so that families faced with terrible loss re-
ceive appropriate support, allowing them to say yes 1o
danation.

APPENDIX ON METHODS

Any investigation of family decision making around
organ donation faces several significant logistical and
design problems. Organ donation is a rare evenlateven
the largest of hospilals and dala collection therefore tends
1o be lime consuming, expensive, and episodic. In addi-
tion, assessment of actual family decision making as
svents unfald in the hospital has 1o be indirect as direct
interviews would constitule an intrusion on family privacy
Direct ahservers may also influence the very decision-
making processes we wanot o study thus creating valid-
ity prablems for the study. Instead, we have refied on
unobirusive or observational data coliection technigues
which wilize hosprat and OPO staf as data collectors.
I arder 1o caroborate data collected by these involved

parties we supplement direct ol wervational data with
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retrospective data from reviews of medical records.” In
addifion we often survey large numbers of hospital staff
in order to derive a profile of current staff knowledge and
practices around donation and, finally, we have devel-
oped technigues to follow-up with families themselves
via structured phone interviews 6 months after the hos-
pitalization of their relative. We turn now 10 a summary
of strengths and limitations of each of these data collec-
tion techniques.

Data Collection Tools

1. Medical record review methodology (MRR}
MBA is used to measure 2 hospital's donor potential and
10 identity what happens 1o that potential. It is therefore
an ideal technique for measurement of a hospital's per-
formance vis-a-vis families of brain-dead patients (14).
Each case of brain death is identified and its outcome is
recorded. Charts are examined individually to confirm
the shsence of medical contraindications to donation and
to determine whether patients met the clinical cteria for
brain death. A “potential donor” is classified as a patient
who has conditions consistent with brain death and who
shows no sign of medical unsuitability based on the 1CD-
9-CM codes and char review. An argan donor is de-
fined as & medically suitable case that resulls in organ
recovery inlended lor transplant,

MAR “outcomes”. Measures ol hospital danation
pedarmance include: request rate (number of requests /
potential number of donations), family consent rate {rum-
her of consents ¢ (number of donation requests) and
donation rate (numbaer of successtul donations/patential
number of donations, as revealed by MAR). "Nof asked”
rate indicates the percentage ol suilable cases whose
{amilies were not approached for denation. The “nof idern-
tified” rate indicales the percentage of suitable brain
death cases that were not identified as brain dead. Reli-
ability analyses for these MRR coding procedures have
been reported elsewhere (4) and indicate very high agree-
ment among independent coders.  Copies of dala col-
lection instruments are gvaitable upon regquesl,

Limitations of MAR, Alhough MAR provides an
ohjective source of information aboul potential donor
candidates, results may be attected due o non-docu-
menmtation of cenain key elemenls. Missing documenta-
tinn would have an impact onestimates of the number ol
patients who were not identilied, the numbar of families

a0l asked about donation, and ultimalely, the number of
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families who denied consent. One way to deal with these
problems of non-documnentation is to supplement the
retrospective MAR-driven data collection effort with pro-
spective data collection fools.

2. Donor Tracking Teal (DTT) The primary pro-
spective data collection instrument we use is the DTT.
The tool is designed to track information on how a family
af a brain dead patient is approached for donation. What
is the quality of the request a family receives from staft
who care for that family? ‘We assume that quality family
eare involves clear, consistent and sensitive delivery of
information conceming the status of the patient. The
option of donation is not presented until the family has
had time 1o absorb the meaning of the brain death diag-
nosis (a “decoupled requesl”). Communication with the
tamily is respectiul of its privacy and needs for informa-
tion and so on. The DTT is usually completed by in-hos-
pital (organ) donation coordinators employed by the hos-
pital or by the local OPO coordinator. Coordinators col-
lect the data either first hand after witnessing or taking
parl in the request or by gathering the relevant informa-
tinn from the personnet who were involved in the request.

Limitations of DTT. As mentioned above, a poten-
tial limitation of use of the DTT to track the quality of
donation requests is the reliance on hospital or OFO staff
who might be considered biased observers, as dala col-
lectars. The reasons for rellance on these individuals as
dala collectors were mentioned above. To check for
biased reporing we anaiyzed aulcomes as reporied by
OPO stafi as a function of OPO involvement and found
{hat over 70% of denation requeasts in which they them-
selves paricipated did not include “fava rable” outcomes.
It seems unlikely, therefore, that data collection/repart-
ing with the DTT carries a major risk of systematic bias.

3. Hospital Survey Instrument. Quality family care
around organ donation requires a knowledgeable and
supportive critical care staff. Inorder to assess the readi-
ness of critical care staff 1o effectively handle interac-
tions with the families of brain dead patienis we survey
relevant stafl an their knowledge, training and comior
levels with bran death, working with grieving farmilies,
requests for donation and so forth, The survey Insiru-

ment is composed of 16 key questions and takes roughly
10-15 minutes to complete, 1t contains items in multiple
formats including several in Likert Scale format, true/ffalse
forced choice items and open-ended queslions.

Limitations of surveys. The mosl serious limila-
tion of survey-derived data is low response rales. I our
studies we generally achieved reascnable response rates
although we were nof always abla 10 collect information
on non-respondents. Logistical problems in carrying ol
1he survey in 0 many hospitals across a variety of cnli-
cal care unils are formidable but not impossible to deal
with.

4. Structured Interviews. A crucial source of infor-
mation concerning care of families of brain dead patients
and family consent decisions is of course the family it-
sell. Since interviews with the family &l the hospital (al
the time of their relative's death) mighl be experienced
as an added burden by the family we elecled 1o inter-
view families 6 months afier the death of their relative.
We used a structured interview technique with trained
interiewers. Interviews are conducled over the phone
and last aboul an hour. A range of issues are covered:
fiow and when the donation request was made, whal lhe
family knew of the relative’s wishes about donation, who
was involved in making the lamily’s decision, and their
knowledge and atiitudes about organ donation and trans-
plantation. Key to the success of this type of dala col-
lection, especially among non-donar families, is rigar-
gusly screening the survey instrument and all COmmuri-
cations with iamilies tor “pro-donation” bias.

Limitations of structured interviews with the
families. As with surveys af hospital staff, the most se-
rious methodological limitation wilh interviews is the sam-
pling problem: are respondents representalive of those
who did not respond. A second limitation is that these
interiews are based on subject’s recolleclions and thus
are accurate only 10 the extent that subject's memaries
of these events are accurale. It is also particularly im-
portant to use trained interviewers when dealing with
{amilies who might still be grieving the loss of a relative &
manths afler the deall.
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SUMMARY

———,———e— e ===

Mare than half of the nalion’s donor potential is
lost due either to failure to identify medically suitable
potential donors, or to family refusal to donate. While
{amily consent rates typically average around 50% we
show thal these rates can be substantially improved
by incorporating a few simple request process ele-

ments that are designed to meet the needs of grieving
families. |f relevant critical care and QPO slatl are
trained and empowered 1o carry oul high-quality re-
quest procedures, consent rates, and donation over-
all can increase substantially.
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