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Abstract

Background: The need for eye tissue for use in sight saving and sight restoring surgery is a global issue. Approx-
imately 53% of the world's population has no access to interventions such as corneal transplantation. Low levels
of eye tissue impact on service providers such as National Health Service Blood and Transplant who aim to
achieve a weekly stock of 350 eyes but do not meet this target.

Aim: Patients who die in hospice and palliative care settings could be potential donors; therefore the aim of this sys-
tematic scoping review was to identify the potential for eye donation and barriers toward it from these clinical contexts.
Design: A scoping review following the Joanna Briggs scoping review methodology was applied to search the
global literature.

Results: 13 articles from the global literature were retrieved. Evidence indicate that 542 patients could potentially
have donated their eyes. Key barriers to increasing eye donation include the reluctance of healthcare profession-
als to raise the option of eye donation and the evidenced lack of awareness of patients and family members
about donation options and eligibility. This review also indicates a lack of clinical guidance drawn from high-
quality evidence proposing interventions that could inform clinical practice and service development.
Conclusion: The scoping review presented here provides an up-to-date view of the current potential for, per-
ceptions toward, and practice underpinning offering the option of eye donation to dying patients and their fam-
ily members in hospice and palliative care context.
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Introduction

The need for eye tissue is a global issue. Gain et al." indi-
cate that ~53% of the world’s population has no access
to interventions such as corneal transplantation report-
ing that globally, only one cornea is available for the 70
that are needed. These data highlight an ongoing dispar-
ity in supply and demand for eye tissue in most countries
worldwide. Furthermore, >2 million people in the United
Kingdom are living with sight loss, which is predicted to
increase to 4 million by 2050.> Corneal blindness is the
fourth leading cause of blindness worldwide with an es-
timated 80% of all cases being avoidable and reversible.*

Evidenced Barriers to Increasing Eye Donation

International empirical data report that low levels of
eye donation outside of Intensive Care Units and
Emergency Departments®® is due to negative atti-
tudes toward eye donation held by health care provid-
ers (HCPs),”™"> negative public views regarding eye
donation,'*"” and low levels of support on the
Organ Donor Register (ODR).'® Recent data indicate
that 85% of registrants on the ODR indicated a will-
ingness to donate all organs and tissues but of those
who log a restriction, 68% decline eye donation.'®
Furthermore, recent data from U.K. Hospice Care
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settings'”'® identified that the majority of staff

had rarely or never raised the topic of eye donation
with patients or relatives as part of end-of-life care
planning.

Low levels of eye tissue have a direct impact on service
providers such as NHS BT who aims to achieve a weekly
stock of 350 eyes for use in transplant and other sight sav-
ing surgery, but current stocks are ~ 150 eyes per week
(personal communication with tissue services April 12,
2020). There is a need to achieve a sustained supply of
eye tissue and as patients who die in palliative and hospice
care settings could be potential eye donors,>' this article
presents a scoping review of the global literature that spe-
cifically looks at the barriers and facilitators to achieving
eye donation from these settings.

Review Methodology

This scoping review followed the Joanna Briggs Insti-
tute (JBI) framework for scoping review?® (Table 1)
and used the Preferred Reporting Items for Systematic
reviews and Meta-Analyses extension for Scoping
Reviews (PRISMA-ScR) checKklist to illustrate selection
of the final included articles (Fig. 1).>' Scoping review
methodology was deemed appropriate to identify the
scope, coverage, and type of research currently avail-
able on a topic, map the available evidence, and gener-
ate a synthesis of the available knowledge.> **

Review Question and Objectives

Review question

What are the evidenced barriers and facilitators to eye
donation in Hospice and Palliative care settings?

Objective 1

To systematically map the current international evi-
dence base relating to eye donation in hospice and pal-
liative care settings.

Table 1. Joanna Briggs Institute Framework
for Scoping Review”’

1 Defining and aligning the objectives and questions
Developing and aligning the inclusion criteria with
the objectives and questions
3 Describing the planned approach to evidence searching
and selection
Searching for the evidence
Selecting the evidence
Extracting the evidence
Charting the evidence
Summarizing the evidence in relation to the objectives
and questions
9 Consultation of information scientists, librarians, and/or experts
throughout

oo NO UL N
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Objective 2

To identify the factors that are evidenced as informing or
influencing the option of eye donation being discussed
with service users in hospice and palliative care settings.

Inclusion Criteria

The inclusion/exclusion criteria were developed in line
with the JBI framework clarifying the Population (P)
Concept (C) and clinical Context (C) (PCC), type of
evidence sought, and other limiters within which the
search was bounded (Table 2).

Evidence Searching and Selection

An initial search was undertaken in the PubMed data-
base using the terms “Eye[MeSH] AND Tissue Dona-
tion[MeSH]” (Table 3). The search was limited to
articles published during or after the establishment of
the U.K. Corneal Transplant service.?’> However, the
resulting 190 articles did not include several key articles
known to the review team. Therefore, 23 articles (the
development set) known to the review team and veri-
fied against the inclusion criteria were compiled and
checked for indexing in PubMed.

Results showed that only five (28%) could be re-
trieved in PubMed. Seventeen of the 18 excluded arti-
cles were not indexed under the term “Eye[MeSH]
despite six of them having eye related terms in the
title and/or abstract.” MeSH or equivalent database-
specific terms were dropped for further searchers.
Screening of title, abstract, and full article of the 190 ar-
ticles from the initial search resulted in 70 articles being
added to the developmental set of 23 articles previously
identified, producing a test set #=93 records. Finally, a
two-stage process aiming to maximize the sensitivity of
the search strategy and minimize the number of irrele-
vant records (specificity) was implemented.*®

Stage 1 applying search terms—“(eye OR cornea*)
AND (donat* OR donor*)” returned 10,313 records
[retrieving 85 (91.4%) of the test set]. Stage 2 involved
iterative stepwise identification and testing of exclusion
terms (specified by the Boolean term “NOT”) to ex-
clude irrelevant records while maintaining the 91.4%
level of sensitivity. The team used the PubMed PubRe-
Miner tool”” to identify potential exclusion terms
(PubMed PubReMiner allows users to see frequency ta-
bles of occurrences of relevant terms from articles in-
cluded in a given search, and their associations with
other attributes such as topics or keywords).>’

We consulted specialist subject librarians at Univer-
sity of Southampton throughout development of the
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FIG. 1. Process followed in the selection of included studies using the Preferred Reporting Items for
Systematic Reviews and Meta-Analyses.?'
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Table 2. Inclusion/Exclusion Criteria

Inclusion

Exclusion

Population

Concept

Context

Type of study

Language
Year of publication

Patients (donor, deceased donor, and potential donor)

Carers (relative, next of kin, family member, and informal
carer)

Members of the public

Healthcare professionals ( physician, doctor, and nurse)

Barriers and facilitators to eye tissue donation
(perceptions, preferences, practice, potential, views,
attitudes, beliefs, experience, and knowledge)

Hospice and palliative care settings

Empirical research, clinical guidelines, expert opinion,
letters to editors, initial reporting of findings, and
literature reviews

Full article in English language

1983-2020

Children, young people, and adolescents

Organ, body, egg, sperm donation, and surgery to the eye

Acute care areas, for example, intensive care units, critical care
units, emergency departments, eye banks, process of retrieval,
storage, and treatment of eye tissue

Non-English language
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Table 3. Final Search Strategy and Results by Database
(All Searches Conducted January 27, 2020)

Search terms

(Eye OR cornea* OR ocular) AND (donat* OR donor*) NOT “eye drop*”
NOT acqueous NOT genetics NOT histology* NOT membrane NOT
microscopy NOT MRI NOT oculoplast* NOT oocyte NOT endotheli*
NOT keratoplat*

Database Results Limits applied

PubMed 3602 Species: Humans

CINAHL 141 Exclude MEDLINE records
Embase Classic+Embase 288 Exclude MEDLINE records
Psychinfo 186 None

Epistemonikos 34 No PMC (PubMed)
Cochrane reviews 71 None

Total retrieved 4322

search terms.”® This strategy was repeated across five
additional databases returning a total of 4322 records
from all sources (Table 3).

Selecting the Evidence

The final screening process following the PRISMA-ScR
framework for reporting scoping reviews”" is illustrated
in Figure 1. After removing duplicates (n=206) from
the 4322 hits, 4116 records were exported to Microsoft
Excel for title and abstract review by authors (B.C.M.-S.,
M.B,, and T.L.-S.). After title and abstract review, 3984
articles were excluded resulting in 132 articles for full
review. The reference lists of the 132 articles were
searched resulting in 8 additional articles being in-
cluded. Full review of the 140 articles was undertaken
by two authors (B.C.M.-S. and M.B.) with any disagree-
ments resolved by T.L.-S.

One hundred twenty-seven articles (of 140) were ex-
cluded: 14 records did not relate to eye donation (ie.,
these contained only incidental references to eye donation,
or did not include a significant focus on it); 28 did not re-
late to “perceptions, preferences, views, attitudes, beliefs,
experience, knowledge” elements of our PCC, whereas
85 were not in the context of hospice and palliative care
(as relevant articles often did not clarify this context in
the title, abstract, or keywords). Thirteen records met
the inclusion criteria and were included in the final review.

Extracting the Evidence

Authors, aims/purpose; study design/methodology,
participants/sample size, method of data collection
and analysis, finding and limitations were extracted
from the final 13 records and reported in Table 4. Stud-
ies listed in Table 4 are referenced in the text by numer-
als in square brackets.
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Charting the Evidence

Thirteen records that met the inclusion criteria were
exported to Atlas.ti 8*° for management and analy-
sis. Articles were analyzed in line with the review
objectives.

Objective 1: To systematically map the current
evidence base relating to eye donation in hospice

and palliative care settings

Year of publication. The search date range was set as
1983 to 2020. This date range commenced from the
date of setup of the first UK. corneal transplant
unit* until March 2020. No publications were re-
trieved between the date range of 1983 and 2000.
Eight publications were retrieved between 2001 and
2011 [1-3,7,9-12]. Five publications were retrieved be-
tween 2012 and 2020 [4-6,8,13]. Search results indi-
cated that there has been an evidenced increase in
publications linked to eye donation from palliative
and hospice care settings since 2001. This may be in re-
sponse to increasing awareness of the shortage of eye
tissue for use in transplantation and medical research
and the recognition of the potential for donation
from these settings.

Countries and contexts. Retrieved publications in-
cluded articles from five countries, including the
United Kingdom (n=9) (four were in palliative care
context [1,5,12,13] and five in hospice care contexts
[2,3,6,8,10]) and four countries generated one publica-
tion each in the United States (in a hospice setting) [7],
Taiwan [4], Australia [9], and Germany [11] (all in pal-
liative care contexts).

Methodology/design. Of the 13 retrieved publica-
tions, six reported empirical research [1-6], four of
the empirical studies were qualitative studies [1,2,4,5],
one was a survey [3], and one a mixed method study
combining a survey and retrospective patient note re-
view [6]. There was one service evaluation [7] and
four letters to the editor reporting retrospective note re-
views [8-11]. Two literature reviews [12,13] were re-
trieved (both appear to be scoping reviews although
the review methodology was not stated).

Participants. Sample sizes in the retrieved empirical
studies ranged from 8 to 25 participants involved in
semistructured interviews [1,2,4,5] and 11 to 704 re-
spondents in surveys [3,6,8]. Publications reporting
retrospective note reviews included between 84 and



(panunuo3)

*21nynd a31dsoy Jo ued jou si uoneuop eyl uondsdiad y

‘uopeuop A3 Jo ssa30id 3Y1 INoge ‘DBPIMOUY| [eIIUISSD PAIE| SdDH 31199 Y

saljlwey pue syuaned uo uolssndsIp auy3 Jo 1oedwil Y} INOCe SUISdUO0D)
:9J9M suolssndsip ul buibebus jou Joy

suoseal A3y "uoneuop 343 Jo uondo a3 pasiel JIAIU 10 Aj21el (LEY/66E =U) %E6
‘sIaquiaw Ajlwey 19y
J1o/pue sjuaized Y3Im UOIIRUOP [BAUJOD JO 3NSS] BY) 3SIRI 0] 3]0l §,35[d DUOSWOS

Sem 11 38Ul 3§34 (LZH/L9L =U) %6E Pue 3|01 113y JO ed sem 1 1ey) 134 %pE
“Jaquiaw Ajiwey e 1o Juafied e yim UOIRUOP |EUIOD INOCE UOIIRSIDAUOD €

1els 01 YbNous 9|qeuojwod 91aM A3Y3 JSYISYM 3INS JOU 9I9M (Z2H/9S L = U) %/LE
‘Allwey 119y Jo/pue judfied e 1oy

Buissa1isip 001 3 P|NOM UOIIBUOP [B3UI0D BUISSNISIP 18Ul 334 (8LY/TL=U) %/L
'syuaned 3|qibid yum Ajpunnol

passndsip 8¢ P|NOYs UOieUOP [e3UJ0d Jey) PIeJIPUI (%EY) (LTi/8LL =U) %EY
"9jeUOp

pino> Aay3 1ey3 mauy syusnied jeyy Juenodwl sem } pa1eIS (GZH/S/E =U) %88
'saljlwey J19y3 Jo/pue sjusned Joy Ajiunuoddo

SJUBWIWOD
11 934} JO siskjeue
J11eWaY] pue sdNisiiels
aAndudsap :sishjeue eleq
uondo
1X91 934} pue asuodsal
pax1} yum alieuuonsanb

syuaned Yyum 10euod

[e21Ul]D 1D31Ip Yum Jjels
sadidsoy 9s1dsoy wolj uoreuop

Z1 ul s;squisw wea) |esulod jo adusuadxa
Aeuyd 1jnw [esuld pue ‘9311de4d ‘sbpsimouy

0/ Yum paleys >w.>5m

Bunies ai1ed

921dsoH ‘wopbury panun
O¥6-6€6:9C°L LOT
P3N 1eljjed "2dusLadxa
pue ad10eid ‘abpajmous
‘Sapnune sJagquiaw
wea} Aeulddsiprnw
J0 A3nins asreuuonsanb
VY :swuanedu adidsoy
1sbuowe uoleuop [eauiod
0} S9[PeISqO e 19 D

Buipsemal e 9 0} UOIIRUOP [BAUI0D PAAISIISd sjuspuodsal JO (811/16T=U) %0L J1aded :uond3jjod eleq ‘sspnylie ay) alojdxa 0] judwAey ‘v MOJINH ‘S UO €
"Y1eap Juauiwwl
10 9seasIp 9|qeindul Yyum pade) sem uosiad syl ai04aq A|qesssaid uoneuop
uebio Jnoge uolssndsip pue Audignd aq pjnoys a1y} 1eyl 394 suedpiyed |y
‘uojjeuop inoge
uoISIPAP Y3 ew pinoys juaned syl Jeyy paeis syuedpiued gL Adijod |e1dos
9llymyuom buiylawos
auop pey Aay3 334 pue ssad04d 3y yum adualadxa aanisod e pey pue
1ybu sem uoreuop 1eyl 334 syuedidined 1SO UOIILUOP aA3 JO SMAIA SJUDdIDILIDY
‘pueyaio4aq
umouy| pey Aayy JI JaIsea usaq aAey pinom 1 394 Aayy ybnouyje saljiwey
01 9|qeidadnde a1am ydeosdde pue Huiwiy ay| jusned syl Jo yiesap oyl Jaye Hunias anneljjed buies aied
A|[es2uab sasinu Ag paieliul 219M SUOISSNISIP :UuoibUop A3 Jo d1doy ay3 buisivy 2 UIYHM 3UO P3A0| 921dsoH ‘wopbury panun
‘pIN0d A3y) ‘pazijeas Jale| pue leuop o) uoido ayy usalb e JO SeaUI0D JO uoeuop [¥T
ua3q 10U pey AsY1 JI passaisIp Usaq aARY pinom Aay3 1eyy pajlels syuedidiued siskjeue 9y} 0} PAJUISUOD -L¥T:L1€00T PIN eljied
*UMO 113y} UO 3}eUOp 0} UOISIDIP 3y} paydeal aney sylomawel :siskjeue eleq (S9AIR|3I/SI3ID) pey oym sanne|al 921dsoy ayj ul saljiwey
10U pjnom £3y1 1ey) pauodal pue uoneuop Joj 3|qibijs sem dAIe[) paseadap SMIIAIIUI PAINIINIISIWDS siaqwiaw Ajlwey z| yum Jo sbulasy pue sspnuie louop jo dusadxa
11941 1eY) dieme Jou atam syueddied [je 1sow|y Aujiqibla Jo ssauaipmy 1U0I3193)|0d eleqg SMBIAIDIUI PAINIDNIISILIDS  ‘S9DUSAAXD Y3 dlen|eAs o 9y] ) saqlod ‘| Aased 4
‘wuey |esibojoydAsd o [edisAyd Aue saljiwey pue syusned syl asned pjnom
ss920.d UoIIRUOP Y} pUE UOIJRUOP 10§ 1S3Nb3J By} JSYISYM SEM UISOUOD Ulew Y
*3WODIN0 3y} O} [BIDNID S| UOISSNISIP 9y} Jo Buiwi]
'9|0J [euoIssaj0IdiIINW B 3G PINOYs uoieuop buissndsig
‘uoreuop jJo uondo ayy buisies sjqenojwod aow buldeg SddHH buines aied
0} pa| buluueld a)i-Jo-pua Buissndsip 01 ,ssauuado, siaquiaw Ajiwey Jo syualied dA1el||ed ‘wopbuly panun
‘Buiyew UoISIDAP Ul PIAJOAUI 10U 1M Ssjudfred */T-TT:8200T SINN
ey} suIddUOd Ul bupnsal syuaned ueyl Jayiel SaAIR[DI PAYNSUOD Ajjesauab siskjeue K109y} jeljjed [ u] aied aneljjed
syueddiped ‘passndsIp A|PUIINOJS SeM UOIIRUOP 2J3YM SHUN Ul “IDASMOH papunoun :siskjeue eleq (8=Uu) (dDH) 2Jed aAneljed ur uoneuop ul Uo[}eUOp 3NSSI} 0}
*UOI1BUOP SNSSI1 INOCE PI1NSUOD PUB PIWLIOJUI 9 01 123dXd puUe SAYSIM JISYL SMIIAIIUI PAINIINIISIWDS S|euoIss2jold dJedYleSH  3NSSI} INOQe [99) SI0100pP JUSWHWWOD 3Y] :9310Yd
Inoge pajnsuod aq o3 Ayunuoddo syl aney pinoys aJed aaneljjed ul syualed :uo1d9||0d eleQ Apnis K103y} papunoln  pue sasinu moy aiojdxa o] BuiaI :y anbs ‘r s9m l
sbuipuiq spoylaw sisAjeue pue syuedpnJed ‘ubisap Apnis asodund/swiy 1X3ju0d ‘A13unod al
uoId3||0d eleQg sadualayal Apnls  Apmis

Aewwing uonpesxs eyeq ‘y a|qel

179



(panunuoo)

*91euop 01 buluue|d a19m (%49) L1/ UOISSNISIP Syl ) Seataym
‘seaulod 19y s1euop o} buluued a1om syusiied syl Jo SUOU UOISSNISIP 21039
‘uoljeuop 34d Jo SUOISSNISIP Jaye pabueyd uolRUOP INOGE SUOISIAP Ssludlled
"JOU UBY] UONESISAUOD B 9ARY JSU1el P|nOoMm
Asy ‘Bumssdn 11 punoy Asy1 ybnoyije pajedipul (%/2) LL/€ Bulurewss syl
pue uoneuop |eaulod ssndsip o) bumasdn 1 puy jou pip syueddiued (%€/) L1/8
*uoIleUOp |ESUIOD INOCE pPawloul Bulsqg Inoge |ennau Jo pe|b
J3Y31I3 2J9M ||B pue UOIRUOP [B3UJ0D JO pJeay jou pey syuedpiied (%S+S) L1/9
:suanpdul yim anpuuoiisanb jo synsay
'suoIssnosip
9591 Buisiel 03 siaLeq Juedyiubis se paynuspl asm buluiell pue abpajmouy
"S9AIIR|2] JO sjualied Yim ) SSNdsIp O} uoljeuop
|eaulod Inoge ybnous mouy 1ou pip A3yl 194 syuspuodsal Jo (18=U) %L8
‘uoeuop |eaultod buipiebas
Hujuresy 1o uonewlojul Aue paAledal 10U pey syuspuodsal Jo (9 =U) %9/
"S9AIIR|21 JO spuaned yum uoleuop
|eaulod Jo 123[qns syl pasies Aj9Jel 10 J9ASU spuspuodsal JO (26 =U) %T6
:s|puoissajoid aipdyipay Aanins Jo s3nsay
*91q16119 Ajjenusiod (syuaned gL =u) %L L JYuny
e Y}IM UoljeuUOp [B3UI0D J0) 3[qIBIId 3q 03 pabpn( a1am (0€ =U) %SE dsay}
JO "eLISIID uoneuop 343 1sulebe PaMaIASI S19Mm sa10U syusied pasesdsp 68
IM3IN3I 310U A113dS04)a. JO S)Nsay
‘pareuop A3y} Ji J9dued J19Y} uo ssed
pInod Asy1 1ybnoyl swos "s1euop 01 3|q1bijs g 10U pjnom A3Y3 3j34 “4SAaMOY
‘A3y3 ‘uoneuop inoge Huiyikue mouy| Jou pip Ady3 ples syuedidied ybnoyyy
‘yum diysuonejal pey Apealje A3y SUOSWOS YUM J3ISEd 3¢ P|nom 3 3|9y
pue sjeuoissajoid a1edyyjeay yum uoneuop buissndsip 01 uado a1am siuedidinied
‘BulAp a19m Aoy 1eyy
SUOSWOS [|91 01 AeM 1USA0D B SEM UOIIBUOP INOJE SUOISSNISIpP 1|94 siuedidiued
"UY1e3p 0] SSO|D pue J|JeJSUINA USYM UBY) Jaylel
JI9M 219Mm A3y} Usym uoljeuop noge el 03 1ajaid pjnom Aayi 3194 sueddied
"WIY1 SA|OAUI O] US3Y dI9M pue
Bunjew uoisdap ul Ajlwey a9yl Agq pake|d ajos sy pabpajmoude syueddiued |y
‘ulebe 2as auoawos djay o3 Juepodwi 3q pjnom 1 334 pue Ybis panjea
sjueddiied pue suebio Jay1o 01 JuIaYIp Bulaq se panladiad Jou aiam sa43
'95|9 SUOBWOS
djay 01 9|qe buraq 1noge aamsod 33} syuaned ‘@dusnjjul A9y B Sem wSInIy
"Apn1s Sy1 210J3q UOIIRUOP [BSUIOD INOCE
Buiyikue mouy 10U pIp 1SOW pue paywi| A19A sem aBpaMmouUy suldseq siuaned
‘pPaAoOWal 3¢ 10U p|NoYs
saf3 ‘210421943 ‘pue 335 01 3|qe 3q p|noys 1uIds 1ey) aAd13q os|e syuedidiied
"yieap Iaye
sinoy 1ybi1s 10} payonolun aq pjnoys Apoq ayl 1eyl aA3l|aq Asy3 se sjaljeq
snolbiaJ 1siyppng 419y 1suiebe sem uoleuop [eauIod eyl paAdl|aq siuedidied
“UY1eap Jaye 1oejul ulewas 3snw Apog ay3 1ey syaijeq
pIay Ajdasp aya Jo asnedsq 1oeiul $31pog 19y ulelulew o) paaajaid syuedidiueq
'sadualaald
1193 91eDIpUl 0} SIaquwiaw Ajiwey palinbai anssi ay3 1ey) 194 sueddiped
byl aiam sbuipuy Aay

'SJ1Isiiels
aAndudsap :sishjeue eleq
'sLoz
1snBny pue aun( usamiaq
9DIAI9S 3Y} 0} paniwpe
sjuaned 0} aileuuonsand
710¢
ul s1apinoid aledyyeay 910 Sp40d3i
0} pawnqguasip (e 13 uojjin juaned paseadsp 8
Aq padojanap) alleuuonsand Jo MalAal 210U aAdAds0NIRY
MBIADI 30U dA13I3dS0119Y syuaned
:U0I1333]|0d eleq L1 pue sddH /€ jo Aanng

siskjeue
Sieway] siskjeue eyeq
SM3IAI31UI PRJNIDNIISILLSS syuaned 6 yum
:U01323||0d eleg Apnis aAnelenb Aioleloldx3

siskjeue
JUU0D :siskjeue eleq
SM3IAIDIUI PRINIONIISILIDS syuaned Jadued Gz yum
:uond3||0d> eleg  Apnis aAneljenb Aiojesojdx3

Bunies ai1ed
921dsoH ‘wopbury panun
'8€5:9'610C
[ 24edY3jesH ainin4 *Adijod
pue SaJIAISS YyesH r[e 39
‘3 euuabai] ‘r 9psy ‘| BN 9

92IAI9S 21ed aAneljed

a1 UIYIM uoneUOp

|eaulod ddusnjul
1By} SJ10)oB) SSISSe O]

180

bumas aied

dAnel||ed ‘wopbuly payun
LEVL-8TYLTEBLOT
P3N 1eljjed "uoIssndsip
s11 Jo buiwi sy pue
UOI1_UOP |E3UIOD UO SMIIA
,susned aied aanel|jed jo

‘uoljeuop |eaulod piemol SMBIAID1UI pPain}onaIsiwes

sbumas a1ed aaneljjed Buisn Apnis
ul syuaned jo sbuljaay aAneljenb v ) JuswAey

pue SM3IA puelsIdpuN 0]  ‘H SO Y YOSN “T 4em [
buias

21ed dANel||ed ‘UBMIe]

'8-1:0'810Z buIAq

Yread 1 ¥YOIWO ‘siudned

19dued Huowe ydieasas

SAneenb v :uoneuop

|eaul0d 1oy bupjew

-UoISIDap JO SaAIDRASIDd
“|e 38 ‘A oerq ‘d noyd ‘s ony 14

UOI1BUOP |B3UJI0D PIEMO}
sjuaned Jadued [eulwla}
4O SM3IA 2y} Aynuapl o

sbuipury

spoyiaw sisAjeue pue
uod3||0d eIRg

syuedpiued ‘ubisap Apmis

1X9u0d ‘A1uno) al
sadualayal Apnis Apms

asodind/swiy

(penunuod) ‘v 3|qey



(panunuod)

‘s9|[1wey 419y} Jo syuaned
yum uoneuop a4 ajowold 1o ssndsip 0} Jeadde Jou op syun aied aAnel|jed
'suofieuop aka ayl Jo (St =U) %06 PapIroid suuN (9%ZZ) oML
(%¥) suun a1ed dAneljjed aulu Y3 JO INO INOY AJUO WO SWed siouod
'slouop 943 swedaq spuaned (9%S°2) 05
‘polad 1eaK-3U0 B JIAO PIMIIADI DIIM SDI0U Ssyudned paseaddP 000T
'SS213SIP JI9Y) 0 ppe 10U PIP Il 1Y) 134 pue uoneuop jo uondo ay) ssiel 0}
9|qeidadde sem 3| 3|9} S9AIIR|D] 1y} PAIRDIPUI SDAIIR[DI PASEIIIP YIM SMIIAIDIU|
SM3IAIRIUI Buoyda|al woly sbuipulq
"UI|I3P J0) SUOSeal d1am saysim sjuaned ay) noge
sap3uleadUN S, Ajlwey Jo 1euop 03} Jou juaned Aq ysim passaldxa Ajsnoinaid
uonpbuop bujulap 104 SUOSDAY
'SUOSEAJ UOWWOD dJam eLdid ANjiqibi|a uo Ajepd> uediulp Jo yde| pue
ssaulsip Juedyiubis Apealje Huijequadexa 3noge uladuod ‘uoileIoLIaP Jo paads
uolpuop a3 JO UOISSNISIP-UOU I0J SUOSDAY
Seauod
11943} pajeuop Apusanbasgns uojzeuop JPISUOD 01 PAUAUI 3SOY} JO (%) YE/SL
‘yieap sjuaned ay) aio04aq
uoneuop noge paydeoidde asom saaneas syuaned 9|qibie Jo (%1S) L9/v€
"31euop 01 3|q161|3 31aM (%/8) ££/L9
‘uolleuop 943 10j paiiasal ussq pey siuaned
ou G0z 24049¢g 921dsoy SIy3 1e Jeak Yydea pasndd0 syyesap Oy abesane up
:M3IA3I 3JON
"UY3e3P 9y} WOy SWOOINO0 dAsod e pajgeud
pue ydeq buiyiawos aAlb 01 Ayjunuoddo ue papiroid uoieuop se saljiwe) pue
syuaned o3 [nydjay usaq pey suoissnIsip Y 1eyl parodal $10100p JO (%/S) ¥1/8
‘syuapied o} ssaasip
Jeuonippe 3sned 30U pIp UolreUOp 943 BUISSNISIP 1ey3 3|34 SI010P JO (%98) ¥L/TL
SdDH Yum aireuuonssnb wouy sbuipui4
'siouop 3|q1b1[3 € Jo N0 £ 01 siouop |eaulod 3|qibld
Z€ 40 1IN0 7 woiy poudd Yuow-xis e buunp 905z Agq paseatdul uoleuop [eauiod)
‘91eUOP
pInNod Asy3 1eY) 1eME 10U JIM SIIjIWe) pue sjualted 1eyl pawiyuod sboj sasinN
‘Yiesp
JO SWI] 3y} 1 PIdNPOIIUI SBM UOIIRUOP Uaym Yyum pasedwod uolssiwpe
1e uoneuop jo uondo ay) Hupnpoiul INoge IAUSOd IoW UM SISINN
Uo[1eUOP JO UOIDNPOJIUI PUB Y1e3p JO Wil DY) 1 Sljlue) Woly
UOI}RIISNIY SSD| SEM DIDY] "UOISSILIPE JB UOIJeUOp INOge Uoleuliojul Bulaiedal
0} Saljlwey) pue syudned WOy SUISOUOD ou pajedipul SBO| ,$3SINU UO SIUSWWOD)

sonsiels
aA1d1DsaQ :siskjeue eleq

MIAI 30U 9AIDdS0119Y
1U0I393)|0> eleq

sonsiels
aAndudsaq :siskjeue eleq
syuanedul adidsoy
paseadap Jo siaquisw Ajiwey
UM SmalAIaul duoydala
MIIADI Dl0U dA1ads0I19Y
SdOH Yam asreuuonsanb
1U0I133]|0d eleq

sbo| ,sesinu
JO M3IA3J UOND3||0D eleQ

eale ueyjodosaw AsupAs

ul Jun aJ1ed aAneljed

wouy uoneuop aks

spiodai Juaned pasesdsp  Jo ks moj 03 bunnguiuod

000C 4O Mpne aAdads0NdY

slaquidw Ajiwey any
YUM SMalAIdul duoydala]
'SdDH V1 jo
ASAINS Jjels ‘MalnaJ djou
9A13239ds04334 JO BWOIINO
buipodas uonen|eas adIAISS

uoneuop uebio pue anssiy
1o} uondo ayy papnpul
ey} syuaned Bulkp oy
a1ed Jo uejd pazijeuosiad
JO uondnposul

9U1 JO UOEBN|eAS 3DIAIDS

ssad0id uoissiwpe

J0 Med se uoneuop anssiy

INOQe UoIleWIO)Ul JSYO

01 ad1oeud ul abueyd e
91enjeAd pue juswajdwi o]

siopinoud
aledyyjeay | jo sboj
US11LIM-UOIIBN|BAS DDIAISS

si010e} Aypuspl o)

Bumes
2Jed dA1lel||Rd ‘BljRsISNY

€Tl
-1T1:€1'600C PO 1eljjed [
‘(Joupa ay1 0} Jana7) AJed
aAnel|jed ueyjodonaw
AsupAs ur uoneuop

943 1NV JUagpeo.g ‘Y Yydeoy 6

buines aied
921dsoH ‘wopbury pauun

"T-1:0°£10T 3deD 1eljjed
uoddns ring “(1oupa
Syl 01 Jona7) ddidsoy e uj
9d110e1d uoIeUOP BBUIOD
Buibuey) :ad10A so1gnd
9y} 03 buipuodsay

7 sineg-piepn ‘Y 19bpail 8

Buiias a1ed 901dsoH ‘vsn
"¥6C—68T-L1'L00T
juedsues] Hoid
‘uolssiwpe uo syuanedul
ao1dsoy Joj uoneuop
9NSSI} 03 uondNpoUI
pa1duds e 03 sasuodsas
eis pue Ajiwed e 19
' 3ead ‘D Ja1uted ‘d AepiN L

sbuipury

spoylaw siskjeue pue
uond?||0d eleg

syuedpiued ‘ubisap Apnis asodind/swiy

1X33u0d ‘A13uno> al
saduaiaya4 Apms  Apnis

(penunuod) ‘v 3|qey

181



“19pinoid a1ed yyesy ‘ddH

‘abpajmou| a1ow aAey pue aAIsod ae oym 9soyl yum pasedwod
11 sSnosIp 01 A|9¥1] $S9| 2Je UoljeUOp INOge SBPI|MOUY| SSB| puUR SMIIA dAlEBAU
Yum 350y ‘ad13oead J1syl 9ousnjul sispiroid aiedyijesy Jo ssapnimie syl
‘uoljeuop Joj 1sanbai ay3 01 saljiwey pue syualed Jo UoIDEDI BY) JO [NED)
ale sqDH "buip pue yieap noge suoissndsip YndYIp aAey Ajpusnbaiy Aayy
ybnoyr usAs uoneuop 1noge yel 01 buibusjjeyd 11 puy sjeuoissajoid aiedyiesH
‘Bupjew uoisap uoleuop
uny JO 1XaU saduaN|jul uoreuop buipiebas paseadsap ayi Jo saysim syl buimouyl
‘uoljeuop INoge sadIoYd
9¥ew 01 Wayl 3|qeua 01 uonewsojul eudoidde usalb aq pjnoys siusned
'S9)eJ UOIJRUOP Pasealdul suoissndsip uolzeuop Bupnposy
‘uoneuop anssi 1o uebio ssndsip Ajsnosuejuods Ajauel
ASY1 1nq ‘13| 9AeY A3Y) dWil Y3 104 SUOI1R1DAAXD pUe ‘||IM 419U ‘sjuswiabuelie
|eJauny JI9Y3 Se YdaNns sI13ew jI-Jo-pud ssnasip Ajsnosuejuods uayo suslied
"UOIIBUOP INOQE SUOISSNISIP Ul PIA[OAUI 3] PInoYs sjuaiied usym Jo/pue
J3yaym 1noqe sjeuolssajoid asedyijeay aaneljjed Huowe snsusasUOd ou s IdY |

sisk|eue

Jeway] siskjeue eyeq
SsHwl| 31ep ou

YIM 31N3eIY| DY) JO MIIADY

04NPAsd
pue aseqw3 ‘INI1AINW
“THYHID ‘xaput buisinu

upj Jo 1xau
11943 Jo/pue syuaned yum
uoneuop jo Aujiqissod
a1 buissndsip jo Aiem

aJe sasinu Aym aio|dxa o]
S9UO PIAO| PASeIIIP
Jo sanssiy/suebio buneuop
0} JU3SUOD 0} JueIdN|aI 3]

Kew sailjiwey Aym a10|dxa o)
sanssi} J19y3} buneuop
1noge suois|dap Ul
sjuaned aied aaneljjed jo

Bbumas aied
dAnel||ed ‘wopbury payun
‘Li-Lezioe r

3417 pu3 "a1ed> aAneljjed u|
uoleuop anssi pue ueblio

MB3IA3J 2JnjeIS| woy sbulpulq :uonda||od eleg ysig Ul MIIARJ 2IN1eJ3)IT  JUSWSAJOAUL 3Y) diojdxa 0] 01 sisuleq ay] W J9ouads €1
‘siaquiaw Ajiwey Jo syuaned Aq sisanbal 0} puodsal 1snf Aayy
U310 ‘UOIJRUOP [BBUJOD JO BNSSI DY} SIBJ JOU OP USYO S|euolssajoid aledyyesH
*SUOISIDOP UOIIRUOP PIdU3N|JUl UOIIBUOP INOCR SMIIA UMO ,S3l|l
pue yieap ay1 01 buiuesw aAI6 ‘Saysim pasesdap |yjny 01 JISaP sIaquusw Ajlwe yoJeasas pue adndesd
"JUSWIDARIID] JIBY) UO 1093 Aue 9AeRY JOU PIpP UOIIRUOP 1Y} 3|3} S Buisinu Joy suoneddwi
‘uoneuop 343 JO 3NSSI BY1 ISIeJ SISqUISW A|IWey JO siaquinu Syl puUe UO[RUOP |ESUIOD Humas aied
moj ‘uondo ue usaq aAey PN SIY3 1eyl JS1e| INO PUNO) pue 3leUop 0} uoirdo Ul PIAJOAUL SBWWI|IP aA1el||ed ‘wopbuly panun
9U] PaJajjo U33q 10U pey A3y} JI PasSIISIP UG dARY PINOM SIdquiaw Ajiwe siskjeue Jesow ay3 aiojdxa o] '08¥
"91eUOp P|NOd AN Jnewsy] sisAjeue eleq Jauuew d11ew)sAs -18¥:11'S00T SINN 3eljed [
11941 18y} pasudins a1am siaquiaw Ajiwey 1eyl pajedipul sbulpuy aAlenwnd S00C-5661 e ul paiayo buiaq 1U] *34N1LJ3}| Y} JO MIIADI
'Paiajjo Ajaip. I uoILUOp [PaUI0D) pouad Bupanod saipnis saseqejep |eyul) pue S| uoneuop jo uondo v :24ed aaneljjed ulyum
MB3IA3J 2Jn3eISY| Woly sbuipulq JO M3IASY :UONDD||0D 1R  SUIIPSIA Ul M3IASI 3IN1eId)] 9yl J9YI9YM SUlWexs O] UOIIeUOp |eaulo) id spiemp] 4
Bumeas
21ed aAnel||ed ‘Auewisn
‘¥81-€81:52:010C
PN 1eljjed "(10UP3 3y) O}
sansnels uoneuop 131197) 1un aJed> aAnel|jed
uof1euop eaulod 1o JudsSU0d aaeb syuaned (%61) 0//LL aAndidsaq siskjleue eleq  spiodai Jualed pasesdap |enioe Jo 31eJ DAl e je paseadsp sjualed
siouop [enuajod a1am syusned (%5°Z€) ¥0//6CC  SPI0d3I dlUo.I|R Juaed 0/ JO M3lAal dl0U 93 pue uolleUOp |E3UIOD WwioJ} UolIeUOp B3UIOD) 1]
‘6007 PUB €007 USSMISC PIMIIASI 319M S310U s1uaned pasesdsp 0/ JO M3IASY :UONDS||0D k1R  SANDSdS0J1B) [eUONBAISSGQ 404 [ernualod Sy) SSasse 0] Yonugpey ‘W [SWISH ‘S [91S Ll
buines aied
921dsoH ‘wopbury panun
¢ss
—-LSS¥T'0LOT P3N 1eljjed
(800z passnosip si uoneuop “(1oup3 3y 03 JemaT)
‘PaPJ0I3I SEM UOIIRUOP [ESUIOD JO UOISSNISIp Bulpiebas uoieuawndop oN sonsnels Jaqwiadag-J1aqui=1das) WoyM Yum Jagquinu uone|ndod sd1dsoy ayy
*SUOIIeDIPUIRIIUOD SHUYSP PeY (%SL) Sl aAndudsaq siskjeue ayeg  spiodas juaned pasesadsp pue seaulod 3jeuop UIYHM UOljeUOp [e3UI0D
SeaIIYM (9¢S) S1uaned Zg Joj uoieuop 943 0] SUOIIEDIPUIRIIUOD OU SISM 3IdY M3IA3I 001 JO M3IASI S10U 01 9|qib1je susnedu; Joy Aupqibyg e 1
‘PAM3IADI 3I9M S210U Sslusned paseadsp QL Slou judned :uod3||od el  SAIDAdSO0JIB) [RUONBAISSAO  Jo Sbeyusdiad Ajnuenb o]  JuswAey ‘v mopnH ‘S uoj)! oL
sbuipuig spoyiaw siskjeue pue sjuedpnued ‘ubissp Apms asodind/swy 1x3ju0d ‘A13unod ai

uoid9||0d ejeg

saduaiagRl Apms  Apnis

(penunuod) ‘v 3|qey

182



Madi-Segwagwe, et al.; Palliative Medicine Reports 2021, 2.1
http://online.liebertpub.com/doi/10.1089/pmr.2021.0017

2000 records [6,8-11]. Ten publications reported par-
ticipant characteristics: five studies included healthcare
providers [1,3,6-8], three included patients [4-6], and
two studies included carers or family members [2,8].
Five publications reported the outcome of retrospective
reviews of deceased patients’ records [6,8-11].

None of the retrieved evidence reported participant
characteristics such as gender, ethnicity, or religion.
Of the two literature reviews, one focused on how
healthcare professionals could impact on the number
of eye donations from their clinical areas, outlining
the potential benefits and considerations when involv-
ing patients in eye donation discussions [12]. The sec-
ond focused on involvement of patients and family
members in eye donation discussions [13].

Potential for eye donation

Findings from retrieved retrospective note reviews
were conducted in one palliative care and four hos-
pice care settings. Data from the hospice settings
reported between 52/100 (52%) and 164/174 (94%)
of deceased patients could potentially have been eye
donors [6,8-10] and in the palliative care setting the
potential was 229/704 (35.2%) [11].

In aggregating data from these retrospective reviews,
the potential for eye donation from hospice care set-
tings was 313 and from palliative care settings 229.
This suggests a potential donor population of 542;
however, these figures relate to patients who were
assessed as medically suitable to be eye donors, but
we cannot extrapolate how many patients would have
agreed to eye donation if asked. However, limited evi-
dence suggests that discussions about eye donation
can increase donation rates [6-8].

Summary: Objective 1. Mapping of the global litera-
ture retrieved little evidence exploring barriers and
facilitators to eye donation from palliative and hos-
pice care settings was available before 2001 and that
a limited range of study designs/evidence synthesis
methodologies had been adopted in the reported
empirical work. Nine of the 13 publications were con-
ducted in the United Kingdom with a dearth of liter-
ature from other countries and cultures. With the
United States and India reportedly supplying 55% of
all corneas available globally,' it is surprising that
there is no literature from these countries.

Although the evidence available includes represen-
tation from relevant participant groups patients, fam-
ily members, and healthcare providers, the sample
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sizes are frequently small; however, the themes gener-
ated by the retrieved publications speak to recurring
barriers and facilitators. To date the available litera-
ture base is very slim with a lack of high-quality primary
research adopting mixed methods of investigation/
exploration that would support practice and policy
development.

Objective 2: To identify the factors that are

evidenced as informing or influencing

the discussion of eye donation in hospice

and palliative care settings

Analysis for Objective 2 focused on identifying factors
that were evidenced as informing or influencing the
end-of-life option of eye donation in hospice and palli-
ative care settings applying qualitative content analy-
sis.>® Coding of articles was performed by B.C.M.-S.
and reviewed by T.L.-S. after development of a coding
handbook. Coding focused on identifying barriers and
facilitators to the option of eye donation being dis-
cussed with patients and family members. Codes
were grouped under two category headings: (1) Atti-
tudes toward eye donation (with subcategories beliefs
and perceptions), (2) Knowledge (with subcategories
assets and deficits).

Evidenced attitudes toward eye donation (including
beliefs and perceptions). Attitudes is defined as a
learned tendency to evaluate things people, issues, ob-
jects, or events in a certain way.’' Evaluations are often
positive or negative and informed by a person’s beliefs
and perceptions.”** Findings in this section have been
synthesized from four studies reporting the attitudes of
healthcare providers [1,3,6,8], three reporting the atti-
tudes of patients [4-6] and three reporting the attitudes
of carers or family members [2,7,8].

Healthcare providers are reported to be generally
favorable toward eye donation, perceiving it as worth-
while [1,3,6,8]. Authors report that although partici-
pants felt uncomfortable discussing eye donation,
the majority felt it was their professional responsibil-
ity to do so [1]. Similarly, Gillon et al.[3] exploring at-
titudes, knowledge, practice, and experience of
corneal donation across a sample of 410 HCPs re-
spondents report that 70% (291/410) perceived cor-
neal donation as a rewarding opportunity for
patients and/or their families and 82% (345/410)
reported that corneal donation was compatible with
their personal beliefs [3].
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Furthermore, survey findings [8] report that 42%
(8/14) of doctors raised the issue of eye donation
based on their experience that the option was per-
ceived by patients and family members as a way of
giving something back to society. Of note is that al-
though HCPs acknowledge that eye donation is
worthwhile, evidence indicates that discussing eye do-
nation is not common practice [3,6,8,12]. Specifi-
cally, two surveys including HCPs found that 92%
(92/100) and 93% (399/431) never or rarely raised
the subject of corneal donation with patients or rela-
tives [3,6].

Authors suggest that HCPs’ perception that discus-
sing eye donation will cause distress to patients
and family members is a barrier to eye donation
[1,3,8,12]. For example, retrieved publications reported
that healthcare professionals believed that discussing
eye donation would detract from the tranquil environ-
ment of a hospice and that donation requests could
cause patients and their families physical and psycho-
logical harm [1,3]. However, service evaluation data
reports that 86% (12/14) of doctors reported that con-
versations did not cause additional distress with 57%
(8/14) reporting that the conversations about eye do-
nation were perceived by patients and families as a
positive outcome from the death [8].

Of note is that HCPs’ perception that discussing eye
donation would cause distress was not supported, in
the retrieved records [4-8]. Three studies reported
the attitudes, beliefs, or perceptions of patients [4-6],
indicating that patients were willing to participate in
discussions about the option of eye donation [5,6]
but that patients were unaware of the option of eye do-
nation or assumed that they were ineligible. Further-
more, participating patients were motivated to be eye
donors and felt positive about the possibility of helping
others [5,6].

A survey of inpatients [6] found that the majority of
participants 73% (8/11) reported that they did not find
it upsetting to discuss eye donation and that asking
about donation enabled them to make an informed de-
cision about donation. A further potentially important
finding is that participants reported their preference to
talk about eye donation while they were still well rather
than when deteriorating [5].

Comments from nursing logs [7] after the introduc-
tion of an admission script that included questions
about eye donation confirmed that patients (n=121)
and families were not aware of their eligibility to donate
their eyes, but they were not concerned about the topic
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of eye donation being mentioned during admission.
Nurses were positive about introducing the option of
donation at admission [7].

Only one study mentioned cultural and religious be-
liefs as a barrier to eye donation [4], the study explored
the views of 25 terminally ill cancer patients toward eye
donation. The majority of patients [14/25 (56%)] were
unwilling to donate their eyes based on their Buddhist
beliefs that the body must remain untouched for eight
hours after death to allow the spirit to depart and re-
main intact as the spirit should be able to see in the af-
terlife [4].

Publications that reported family/carer attitudes to-
ward donation [2,8,12,13] found a lack of awareness
of their dying family member’s eligibility to be a poten-
tial eye donor. Findings indicated a range of beliefs in-
cluding that donation was right, is a social duty to
donate, and that it would be “wasteful” not to [2]. Fam-
ily members’ decision to decline eye donation was
based on the prior stated wishes of the patient not to
donate or the family’s uncertainty about the patient’s
wishes [2,8].

Findings from across the retrieved dataset indicate
that HCPs are a key barrier to the option of eye dona-
tion being raised [1,3,6,8] usually avoiding discussions
about eye donation unless the issue is raised by the pa-
tient or the patient’s family [1,3,6,12]. Although HCPs
were cautious about discussing eye donation, patients
[5,6] and carers [2,7,8] wanted to be informed and
were not averse to holding discussions about eye dona-
tion. This points to a clear disconnect between the per-
ceptions and beliefs of service providers and the
perceptions of services users as reported in the existing
literature.

Knowledge: Assets and Deficits

Five publications included HCPs reports of their
knowledge about eye donation [1,3,6-8]. In all studies
HCPs reported knowledge deficits including not having
sufficient knowledge about the process of eye donation
[1] and lacking confidence to initiate eye donation dis-
cussions [3,6-8]. However, training is not a guarantee
that eye donation would be discussed [3] A study in
the United Kingdom reported that 115/433 (27%) of
HCPs had received some information, education, and
training on eye donation, but 399/431 (93%) rarely or
never raised the option of eye donation, with 357/433
(83%) of HCPs reporting that they did not know
enough about eye donation in general terms to discuss
it with patients and their families [3].
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Furthermore, reviews of the literature including
HCPs confirm the facilitative impact of education
and training and that willingness to discuss donation
is positively correlated to knowledge about the process
of eye donation (referral and retrieval) and being aware
of local policy and guidance [12,13].

Key knowledge deficits synthesized from the re-
trieved publications indicate that hospice and pallia-
tive care patients are generally unaware about eye
donation and eligibility criteria [4-6]. For example,
in two studies, patients thought they could transmit
their cancer to recipients [4,5] or that their eyes
would not be good enough for use in transplantation
[4]; furthermore, next of kin are unaware that their
dying family member with cancer could donate their
eyes [2]. Retrieved evidence further indicates that
not knowing the beliefs/wishes of the deceased regard-
ing eye donation is a key barrier to increasing eye do-
nation [2,8].

Discussion

Current literature in the donation and behavior
change contexts continue to link attitudes toward a
topic leading to a specific behavior taking place. For
example, if people have a positive attitude toward do-
nation generally, they will be willing to donate; how-
ever, authors report that attitudes alone are a poor
indicator of behavior as the context within which an
action takes place will cancel out favorable attitudes
(Bracher et al,, in press).>

Early research reports no linear causal relationship
between knowledge, values, attitudes, willingness, and
action related to donation behaviours® with further
modeling supporting the general finding that behav-
ioral intention (or willingness) does not predict ac-
tion.”®> Therefore, relying on changes in attitudes
toward eye donation alone is not the route to increasing
eye donation as the context within which discussions
about eye donation need to take place is key.

This context within which discussions around eye
donation need to take place is that of death. Apart
from living donation, all donation options cannot
proceed until someone has died; therefore, raising a
topic that so profoundly signals impending death
may be why HCPs are reluctant to raise the option
of eye donation. A further consideration in the reluc-
tance to raise the issue with family members is that
death not only denies the next-of-kin of a significant
relationship, but also robs them of many of their
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usual coping mechanisms, imposing a sequence of
events that leave family members feeling dispossessed
of physical and psychological equilibrium®®; therefore,
HCPs may avoid what they perceive to be “distressing
topics” due to concerns about the reactions of family
members [7].

The retrieved evidence indicates that patients and
family members are not averse to, nor distressed by,
discussions around the option of eye donation, how-
ever, as with all end-of-life discussions timing is key.
Evidence supports the benefits in “introducing” this
issue at admission with this discussion being merely
to assess donation status [7]. For example, a general
discussion around being on the donor register and car-
rying a donor card. Adding eye donation to admission
protocols would offer the opportunity to clarify poten-
tially long-held plans to be a donor, which with the
onset of a cancer diagnosis, would be limited to tissue
and eye donation.

Furthermore, in raising this issue as part of “the
usual” admission process, patients and family mem-
bers are then able to discuss this option if they wish
to and seek further information and guidance. As
reported by the Organ Donation Taskforce®” making
donation “usual” as opposed to “unusual” is essential
if donation rates are to increase.’’

However, early indications from a national study
into the potential of eye donation from hospice and
palliative care settings (EDiPPPP) is that both clinicians
and the public are poorly informed about the need for
eye donation, potential donor eligibility criteria, and
the process of eye donation. It is essential that empiri-
cally informed interventions are developed that
successfully raise public awareness and clinical confi-
dence and competent in operationalizing the end-of-
life option of eye donation.

Conclusion

This scoping review has provided an up-to-date ap-
praisal of the current potential, perceptions, and prac-
tice underpinning offering the option of eye donation
to dying patients and their family members in palliative
and hospice care context.

Studies included in this review from one palliative
care [6] and four hospice care [8-11] settings report
that a total of 542 patients could potentially have do-
nated their eyes. This equates to >1000 eyes from just
these settings that could make a significant contribu-
tion to sight saving and sight restoring treatment and

surgery.
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The review outlines the key barriers to increasing eye
donation from these settings include the reluctance of
HCPs to raise this issue to avoid causing perceived dis-
tress to patients and their next of kin, and the evidenced
lack of awareness of patients and family members about
their own or their relatives donation options and eligibil-
ity. This review also indicates a lack of clinical guidance
drawn from high-quality evidence proposing interven-
tions that could inform HCPs’ practice. The absence of
this guidance is a barrier to change.

Limitations

e Search strategy: in many articles, “eye donation”
was subsumed under a wider term such as “tissue
donation” or “organ donation.” This has implica-
tions for search strategies in future reviews focus-
ing on eye donation, as relevant terms many not
be directly visible to searches with a resulting
risk of excluding articles that include eye donation
as a subset of wider investigations.

e MeSH headings did not reliably include all rele-
vant studies relating to the focus of this search.
Those developing search strategies to underpin re-
views may find it helpful to use a test set of famil-
iar articles, as we have done here.

e None of the retrieved records included a diverse
cultural participant group nor specifically looked
at variables such as age, gender, and religious
views, despite religious/cultural factors being evi-
denced as factors that influence organ and tissue
donation decision making.**™*
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