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Conclusion

The curiosity I have is … how much of this does have an LGBT dimension and how much of it is what I would believe anyway if I was not gay. And I think somehow that the advantage being gay gave me – as a member of an out[sider] group, particularly in the times of emerging HIV – was that my generation had to be a bit more “on the ball” with these things. I have contemporaries who are straight who really have not thought about this sort of stuff and I would be really interested to know whether gay people generally, from this age group, are more sorted out about with plans and awareness than their more normative equivalents who can just muddle through and think, “Oh, it will all be all right”. (Wade, aged 66, England)

Emerging aspects of the data were how firstly the role of the family and secondly the idea of the ‘good death’ influenced participants' end-of-life decisions and appointments in thinking about and preparing for death. In relation to family, it was notable that members of participants' family of origin were often but not always the preferred choice in end-of-life decisions and appointments. And when musing on the sort of death that they hoped for, the idea of the good death often lay behind participants' preference for a calm, quiet or easy death.


The Role of Family

Among the more unexpected findings from this study was that family members rather than friends were more often chosen as beneficiaries. While similar findings were reported in other published research on LGBT end-of-life decision-making,1 they were surprising for two reasons. In the first place, because of the assumed centrality of friendship in the family of choice,2 a distinct preference for family members over friends suggested that the role of the chosen family was becoming less important in the lives of gays and lesbians. In its heyday, it represented a life experiment for gays and lesbians who wanted to live or try to live outside traditional family structures – and which the widespread introduction of marriage equality legislation could also make redundant. If the chosen family is becoming less common as this and other research suggest, it could be that as gay men age, the family of origin becomes more important to them and they have fewer qualms ‘returning to the nest’. Secondly, the privileging of family members seemed a slightly odd choice given that the common-law (or de facto) relationship was the most common relationship type and that almost a quarter regarded the couple relationship as their family.

Possible explanations for preferring family members over friends as beneficiaries included: (1) that choosing family members was the ‘easy’ option, that is, it required no special thought, was the standard, predictable choice and was unlikely to be challenged or questioned by family or friends; (2) even if more loosely connected or maintained, family relationships might be less likely than friendships to break up and could therefore appear to be a more dependable option, that is, in contrast to family relationships, friendships did not or were regarded as unlikely to last the ‘test of time’. Because both of these explanations are only speculative, further research would help test their validity.

Decisions concerning appointment of executors and power of attorney favoured the traditional as well and could be seen also as the ‘easy option’, that is, they required no special thought and avoided possible dispute or, on the other hand, simply reflected the enduring strength of the couple relationship. In the case of executor, the first choice was partner or spouse followed in equal number for each by family, professional persons, and friends. Slightly against the general trend of favouring family over friends was the fact that equal numbers chose friends for their executor as chose family and that each of these was only slightly less than those who chose partner or spouse. Of those who had a will and had appointed an attorney, just under half chose their partner or spouse and very small numbers chose a friend, professional person, or a niece or nephew.


Gay Men's Understanding of the ‘Good Death’

Participants' beliefs about euthanasia and life after death were central to Chapter 4, while in Chapter 5 their funeral plans was the focus. As these chapters showed, a majority favoured euthanasia, a very small number believed in the afterlife, and almost all participants had some idea of the sort of funeral they wanted, if only about 40% had made funeral plans.

In Chapter 4, a possible connection was suggested between why a belief in an afterlife might help explain the views of those who opposed euthanasia, namely, that a belief in life after death went hand in hand with a belief in the sanctity of life and that this could therefore help to explain opposition to any form of the premature ending of life such as by euthanasia. This possible connection was not considered when the research project was being planned and the interview schedule written. Another possible connection was identified with afterlife beliefs and that was between them and funeral plans. My analysis showed that, while only a very small number of participants said that they believed in life after death, nearly all had views on the sort of funeral that they wanted, which might suggest that those who do not belong to an organization that offers rites to mark death could tend to spend more time considering it and certainly as their own death draws nearer.

The hope of being able to experience a ‘good death’ was often implicit when participants explained their advance-care arrangements or power-of-attorney appointments and gave their views on euthanasia. None specifically used the phrase, ‘the good death’ or expressed a hope for one; instead, they expressed a desire to avoid the opposite, that is, a drawn-out, painful or undignified death, which, as mentioned, Ariès called the ‘dirty death’.3 Important for many when considering their own death, were some of the following: bodily dignity by which they meant being able to communicate with other, to toilet themselves, and to avoid immobilization or incapacitation. Not living on in a ‘vegetative’ state was a frequently used phrase. These hopes often influenced their arguments in favour of euthanasia as did an awareness of how messy death could be, which many understood from the personal experience of witnessing the death of family members or friends, in the case of the latter, memories of friends' deaths during the AIDS epidemic were strong and still influential.

Although less than half had made funeral plans, almost all participants had an idea of the sort of funeral that they would like for themselves. Notable among these was an absence of anything grand, grandiose or monumental, and, in Chapter 5, I speculated on the reason for this, drawing on the work of Thomas Lacquer who had observed in the burial plots of Jews and socialists in London's Highgate cemetery announcement of ‘their presence and meaning by occupying space’. And I speculated if gays and lesbians might feel less willing to make a similar announcement because they are not part of the heteronormative structure. Being outside it, and understanding themselves to be outsiders, and with the exception of AIDS memorial cemeteries and gardens, do they feel less part of or less need to claim space for themselves and so announce their presence and meaning?

If there is any truth to this, will a stronger push to announce the presence and meaning of gays and lesbians increase along with their acceptance and the success of their normalization? Another less political explanation for the absence of grand funeral plans in the stories of the men interviewed for this book is that the sample might have comprised a group of relative unassuming participants who were content with their achievements, wishing for no fanfare or pomp to mark their end, and, as I wrote in Chapter 5, that their achievements in the spheres of the domestic and the intimate were sufficient.

In the quotation at the head of the chapter, 66-year-old Wade from England wondered if preparing for death had any special or particular relevance to gay men. As he observed, the AIDS epidemic not only marked his generation of gay men but gave them something of an advantage in that as young men they had to confront death when their friends were dying in the 1980s and 1990s and that this could have given them some remembered familiarity with the business of death. The trauma of the AIDS epidemic aside, the accounts provided in this book strongly suggest that concerns about the business of death are shared by gay and straight populations. As Laqueur argued, all of us find it very difficult to accept or believe that one day we will not be here,4 and what this book has shown is that preparing for that time is not always easy.



1 See, for example: de Vries, B., et.al. (2020) ‘Advance Care Planning among older LGBT Canadians: Heteronormative Influences’ in Sexualities, https://doi.org/10.1177/1363460719896968; Westwood, S. (2015) ‘Complicating Kinship and Inheritance: Older Lesbians’ and Gay Men's Will-Writing in England in Feminist Legal Studies, 23: 181–197.

2 Weeks, J. (2000) Making Sexual History, Cambridge: Polity Press; Weston, K. (1997, 1991) Families We Choose: Lesbians, Gays, Kinship (New York: Columbia University Press).

3 Ariès, P. (1991) The Hour of Our Death, trans. H. Weaver (New York: Oxford University Press), pp. 568–570.

4 Laqueur, T.W. (2015) The Work of the Dead: A Cultural History of Mortal Remains (Princeton: Princeton University Press), pp. 55–58.
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Questionnaire, Gay Men’s End-of-Life Plans or Experiences

AGE: DATE OF BIRTH:

Please circle the term or phrase which most closely reflects your circumstances. Elsewhere, please
enter information asked for, e.g. dates, approximate income etc.

1. BIODATA
Relationship status  De facto

Single

Married (gay or straight)

Formerly married if so, are you now,
separated/widowed/divorced (gay or straight)?
married (gay or straight)?

De facto?
Children How many children + ages?

Are these children of interviewee or partner, from your/his previous relationship or present one?

Occupation Current:
Primary (bulk of working life):
Secondary:

Education Highest post-secondary + date

Highest secondary + date

Highest primary + date
Income Approximate annual:
Assets Approximate value of:
Superannuation Approximate value of:

2. WILL & ESTATE PLANNING: Please note: given the confidential nature of the topic, you are not
obliged to provide details of your will or estate.

Will
Do you have a current Will? Yes/No

If no, please go to the question regarding Attorneys.
Executor.
Have you appointed an Executor and who is he/she in relation to you?

Spouse/Partner

Sibling (sister, brother)

Child (daughter, son)

Niece, nephew

Friend (male, female)

Professional person (doctor, lawyer, priest)
Beneficiaries
Who in relation to you are your beneficiaries and in roughly what proportions?

Spouse/Partner

Child of self or Spouse/Partner
Sibling (sister, brother)

Niece, nephew

Friend(s)

Charity/other
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Attorneys
Have you appointed attorneys (financial, medical) Yes/No

Who are your Attorneys in relation to you?
Spouse/Partner
Sibling (sister, brother)
Child (daughter, son)
Niece, nephew
Friend (male, female)
Professional person (doctor, lawyer, priest)

Guardian
Have you appointed a guardian? Yes/No

Who is your Guardian in relation to you?
Spouse/Partner
Sibling (sister, brother)
Child (daughter, son)
Niece, nephew
Friend (male, female)
Professional person (doctor, lawyer, priest)

Advance Care Directive
Some jurisdictions provide for an advance care directive where a person specifies what type of
treatment they wish to receive in the event of losing decision-making capacity.

[t often has two parts, where a person firstly makes an instructional directive stating what type of
medical treatment they want/do not want, e.g.
if they suffered a catastrophic medical event which did not kill them but left them with no
realistic prospect of a decent recovery, would they want to receive:

the full treatment available or only comfort care including pain relief?
invasive surgery or not?

If asked, what would be your instructional directive?

The second part is a values directive where the person provides details on what about being a human
being and alive is important to them, e.g. being mobile, able to communicate with other human beings
in a meaningful way or to go on living no matter what their circumstances.

If asked, what would be your values directive?

END
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