




This article provides insights into the experience of family members
through themes identified



Recalling the moment 17 46

Waiting and watching

Being present

Missing the moment

Sensing relief

Extending the living connection 11 30

Staying with the body

Caring for the body

Viewing the body

Table 1: The Dying Landscape.

The results are a summary of the family members’ stories within the
themes. Direct quotes from the participants stories are represented by
quotation marks and italics.

Destination Stage

Ending the reprieve
The death and dying stage for the AYAs and family members in this

study commenced when the AYA exhibited signs and symptoms that
alerted the AYA and the family members that things were not getting
better or the cancer had returned. Denise was shocked when Brenton
James’s melanoma reoccurred in the liver as they had been told he was
fine. She said “You know we got through this shocking period of him
losing his eye and we’d been given the all clear. We’d got through this,
we’d escaped.” Lauren noticed that Grant was not getting any better
which was frustrating “then in the April he started coughing and we
called the Oncologist and they said it is probably just a virus … but we
will get an x-ray just in case and that is when we found the tumours in
his lungs, So that was pretty devastating.” For most, tests and
investigations were quick to confirm the return of the cancer. For
Tamina who had transitioned from the paediatric to the adult system
there was evidence of lack of communication within these two systems,
as was seen in one story that resulted in a delay in diagnosis. Pam said
“we’ve been coming back and forth, or Tamina had been for a few
months with this cough … She was told she had a lung infection …
and nobody cottoned on to actually send her for a chest x-ray.” When a
Chest X-ray was finally ordered they found she had relapsed.

The pronouncement of impending death
The way that the family members were told of the impending death

was not always satisfactory. Denise spoke of the frustration she felt
when a young doctor tried to tell her Brenton James was dying: “the
intern doctors … a lot of them are still finding their feet with how to
deal with these things … especially the one that was trying to tell me
that my son was critical and that he would die, he rambled on and on
and on and on, and I wanted to shake him. To say … just say it … [I]
know what you’re trying to say, but I didn’t.”

There was no evidence of a plan as to when, where, and how the
family members were told, added to this there was little support for the
AYA and the family member after the pronouncement. This is seen in
Jenny’s story, she said the doctor rang her at work and said: “I'm sorry,
but Brenton is going to die, we can't do anything about it. He has got
metastasis everywhere”. Jenny then had the responsibility of telling her

son, Brenton Duncan that he was going to die. For Pam, Tamina was
told she was going to die with no support from family. Pam said “she
(Tamina) was in there for a while [the doctors surgery] and he told her
she was going to die … and they knew I was out in the waiting room.”
Understandably the response for most was shock and devastation.
Lauren recounted “the fact that that’s it, there is nothing more we can
do for you was horrible.” For Fulvia the pronouncement of impending
death did not occur until the AYA was near death. For example Fulvia
recalled a doctor describing the dying process. She says doctor said:
“Jadye’s condition has deteriorated, Jadye’s now unconscious and soon
she’s going to start cheyne stoking, she’s going to start breathing
different and so on and I don’t want you all to be distressed, it’s just the
normal way of dying, there’s no pain and she’s not in any distress.”

Changing the focus of care
The family members noticed that with the pronouncement of

impending death the focus of care changed both in how and where the
care was delivered. Lauren spoke of how this quality of care changed:
“whereas in the first time it was, well it doesn’t matter how sick he gets
because in the end … he’ll be alive. … and so that really changed … it
definitely



going to go through this, stay at home if you can get treatment at home
rather than be in a hospital.”

Staying home for the last moments was not always a choice that the



tube in, say his goodbyes and then we would take the tube out and he





needs during and after the death and to see the person as not just a
body. Whilst there was a sense of relief at the moment of death, this
moment augurs the transition to another stage incorporating the loved
one into their life with memories and rituals.

Conclusion
Barling [8] sought to understand the experience of the AYA cancer

journey from the perspective of family members. This article presents
selected findings from the Barling [8] study that explained family
members’ experience of during the destinations stage of the cancer
journey.

The summary of the meta-narrative provides acknowledgment that
the destination stage is difficult for the family members and the AYA.
The stories reveal a lack of support and being overwhelmed with the
burden of care as the family members maintained their vigil. Despite
this the family members found it important to talk about the death and
how they continued their living connection with their loved one after
death. In addition, the absence of EOL discussions within the majority
of the meta–narratives suggests that AYAs and family members are
often not provided with the opportunity to consider EOL choices
during the destination stage.

This article has therefore highlighted the need to continue research
into the needs of AYAs and their families during the destination stage
to further increase understanding and assist in the implementation of
the National and OnTrack Framework recommendations, with
particular emphasis on specific issues associated with the destination
stage of the cancer journey.
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