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Work Package 2 (Practice, 
preference, perceptions)

Obj3) Identify what service 
users’ (Patients and Carers) 
think about the option of 
ED and the propriety 
(acceptability) of discussing 
eye donation as part of 
EOLC planning 
conversations.
(Interviews) 

Work Package 3 
(Intervention design)

Obj4) Develop, pilot, and 
evaluate an empirically 
based and theoretically 
informed intervention 
aimed at facilitating ED in 
SPSS/HPS settings
(TEC, Pilot study) 

Work Package 1 (Potential 
and Practice)

Obj1) Scope the size and 
clinical characteristics of 
the potential eye donation 
(ED) population across 
palliative and hospice care 
settings 
(Retrospective note review)

Obj2) Identify factors
(attitudinal, contextual) that 
enable or challenge service 
providers (HCPs) to consider 
and propose the option of 
ED as part of EOLC planning 
from a local and national 
perspective.
(National survey and 
interviews)





Participants Patients Carers
Gender F = 21

M = 18

F = 17

M = 6
Age
30-39 1 0
40-49 2 1
50-59 9 5
60-69 11 5
70-79 6 8
80-89 5 2
90+ 1 0
MD 4 2
Total 39 23

Ethnicity 

(self selected) 
White British 33 21
Indian 1
White and 

Asian 

1

MD 4 2

HCP 

participants

Strategic Front 

line

Survey

Hospice 20 30 98

Palliative 

Care

18 37 58

Total 38 67 156



▪ Global shortage of donated eye tissue for sight saving and sight 
restoring operations (e.g. corneal transplantation) (Madi-Segwagwe et al., 2021)

▪ Two Million people in UK are living with some level of sight loss ad 
this figure is predicted to increase to Four Million by 2040 (RNIB & 

Specsavers, 2016).

▪ Majority of patients with Cancer are unable to donate Organs or 
Tissues despite what their wishes about being a donor are or have 
been through their life. 

▪ There is very limited knowledge about the propriety of discussing
ED as part of End of Life care planning discussions or Advanced 
Care Plans from the patient perspective.



Lack of 
identification of 
potential donors 
and low levels of 
approach 
regarding the 
option of ED 
(MO1) 

Lack of 
inclusion of 
discussions re 
Eye Donation in 
care planning 
discussions 
with patients 
(MO2) 

Lack of 
awareness 
raising, 
informatics for 
patient and 
carer access 
(MO) 

Missed 
opportunities 



• Retrospective note review of 1200 deceased patients notes 
over past two years by CI’s indicated that 46% (n = 553) 
patients met the eligibility criteria for ED. 

• However only 14 patients and 13 family members were 
recorded to have been approached about the option of ED. 

• Almost all HCPs interviewed and 48% of national survey 
HCP participants had not been involved in a discussion 
with either patients or families in the past year.



Lack of 
identification of 
potential donors 
and low levels of 
approach 
regarding the 
option of ED 
(MO1) 

Lack of 
inclusion of 
discussions re 
Eye Donation in 
care planning 
discussions 
with patients  
(MO2)

Lack of 
awareness 
raising, 
informatics for 
patient and 
carer access 
(MO3)

Missed 
opportunities 



• 76% (n=115) of total national survey participants reported that 
eye donation is not 'embedded' as a routine part of end of life 
care clinical practice’

• 61% (n=23) of interview participants with front line roles and 
83% (n=109)of survey participants indicated that eye donation 
conversations are not currently part of regular conversations 
(e.g. MDT meetings) within their service.  

• 48% (n=63) of survey participants indicated that their service 
did not actively encourage the option of eye donation being 
discussed with patients and/or their family members



Why?
• 66% (n=99) of total participants rated Health care provider 

reluctance to discuss the option of eye donation due to concerns 
that they will cause distress as a key barrier to ED being 
integrated into usual care. 

• Current literature supports this finding with evidence reporting 
that  many HCPs believe that discussing ED would detract from 
the tranquil environment of a hospice and that donation requests 
could cause patients and their families physical and psychological 
harm (Madi-Segwagwe et al, 2021; Gillon et al., 2010; Walker et al., 2018).



But?

• Majority of patients interviewed (94%) indicated that they were in favour of 

eye donation being raised with patients receiving EoLC

• Current evidence supports the view that patients and carers are not distressed 
by having these discussions (Madi-Segwagwe et al, 2021; Gillon et al., 2010; 
Walker et al., 2018; Mollart).



• All but one patient indicated that HCPs (rather than patients or families) should 
raise the option of ED and not rely on the patient or family bringing this up.

“I think it is their [HCP] job, to inform you, put it down on paper what, if you want 
to donate, then, yes, if you don’t want to donate.  It’s like when, when people are 

coming along and they’re saying do you want a DNR notice writing on that 
patient, it would be the same thing in my opinion”.

Who should raise the question of ED? 



• 97% (n=37) of patients interviewed indicated a preference for conversations to 
take place early in the EoLC pathway; with many (SPCS, 58%; HPC, 39%) 
identifying EoLC/ACP conversations as an appropriate point at which to raise 
the issue.

When should the topic of ED be raised? 

“I thought like the health profession that would be part of their job to inform, I 
know they inform patients of everything that’s going on, but for people like myself 

that are terminal, I’m not deluded, I know what’s coming, you know, although I 
haven’t got a time, I know what’s coming and I would prefer my nurse or 

somebody in that profession to approach me to ask me whether I want to donate 
or not, because then that could be written up on your paperwork without the 

doctor having to go and ask distressed family members at the time of when they 
need to go and ask the question. But I don’t, I don’t understand why they’re 

reluctant to bring it up ……. but in my opinion if that is part of their job then they 
should be raising the question”(P00603)



Who should decide about ED? 

91% (n=32) of patients interviewed indicated that patients 
should make the decision about becoming an eye donor, and 
that their views should take priority (as opposed to family)
(SPCS – 81% (n=13 participants) and HPC – 100% (n=19) 

“I think, it’s something that we really need to do and I don’t see 
there’s any point in just wasting things that we could use in 

research or use to give somebody else a better quality of life” 
(P00704)



Lack of 
identification of 
potential donors 
and low levels of 
approach 
regarding the 
option of ED 

Lack of 
inclusion of 
discussions re 
Eye Donation 
in care 
planning 
discussions 
with patients 

Lack of 
awareness 
raising, 
informatics for 
patient and carer 
access (MO3)

Missed 
opportunities 



“Absolutely not, nobody at all, up until N* coming in yesterday to arrange this 

interview, nobody’s said a single word to me, no.  And I’ve been, I’m not. I’m 

not very often in hospital, but when I’ve been in and obviously this time we are 

talking, I am heading towards the end, I’m not, I’ve not got five years left 

anymore, you know, so, but no, nothing has been said at all, maybe it’s not 

near enough the time yet, I don’t know how close do you need to get.  I might 

have six months, you know, I don’t know” (P00803).

• 94% (n=33) of 39 patients interviewed indicated that they were in 

favour of eye donation being raised with patients receiving EoLC

• 95% (37 of 39) of patients interviewed were not aware that ED was 

a potential option and/or that ED had not been raised with them 

during their current care programme

Lack of awareness raising, information for 
patients and carer access (MO3) 



• There is a national and global shortage of donated 

eye tissue for use in sight saving and sight restoring 

operations such as corneal transplantation

• Patients who die in palliative and hospice care 

settings could potentially donate eye tissue.

However:

• Potential donors are not identified!

• Potential donors are not approached! 

• The option of eye donation is not routinely raised 

in end of life planning discussions!

• Awareness raising initiatives are lacking!

Conclusion
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