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Methods

Background & Aim

• Single site cross-sectional study
• Participants: Parents & patients (≥15 years)

• Decision regret (DR) has negative impacts on quality of life and wellbeing.
• Decision-making regarding fertility preservation (FP) may result in high levels of DR, due to the limited
time available for discussion and distress at the time of a cancer diagnosis.

- Had a fertility discussion between Jan 1987- Nov 2016 at
the RCH

• In the paediatric & adolescent sector this is further complicated by the experimental nature of available
techniques and ethical complexities surrounding surrogate decision-making.

- Consented to be contacted for future research
• Materials

• Creating the potential for regret in both patients as survivors and their parents.
• This is a growing issue as >80% of cancer patients aged 0-19 are surviving to adulthood1.

- 10-item survey containing: Decision Regret Scale2; Two Likert-type
questions assessing impressions regarding the success of FP; free-text
response items to provide reasons for satisfaction or regret over the
decision. DR scores were calculated as per DR scale manual2.
Scores<30 indicate low/no regret3

• No studies are yet to evaluate DR over FP decisions in the paediatric & adolescent cancer setting.
We aimed to determine the risk of DR in patients and parents involved in making a FP
decision at the Royal Children’s Hospital (RCH) Melbourne where an established
oncofertility program was introduced in 2013.

- Oncofertility data from FP research database

• Mixed methods approach

Results
Recruitment process:

Parents: n=108
(mean age 40.0)
Patients: n=30
(mean age 20.0)

Consented to be
contacted for future
research
N=167

Families eligible to
be contacteda
N=145

Families recruited
onto DR study
N=110
(76% participation
rate)

Total participants
n=138 (108 parents,
30 patients)

110 from 145 eligible families were recruited (75.9% participation rate)
with a total of 138 participants.
a: Families were excluded if the child was deceased or palliative, or the
clinician declined contact (N=22)

Clinical characteristics of participants:
Risk of infertility – n (%)
High (>80%)
Medium (20-80%)
Low (<20%)
Unknown
Fertility consultation – n (%)
Oncologist
Oncologist & oncofertility specialista
Timing of discussion – n (%)
Prior to high-risk gonadotoxic therapy
Post high-risk gonadotoxic therapy
Unknown
Fertility procedure complications – n (%)b
Yes
No
Treatment status at time of survey – n (%)
Active treatment
On maintenance therapy
Off treatment
Other

79
40
16
3

(57.2%)
(29.0%)
(11.6%)
(2.2%)

32 (23.2%)
106 (76.8%)
113 (81.9%)
9
(6.5%)
16 (11.6%)
4
76

(5.0%)
(95.0%)

33
16
84
5

(23.9%)
(11.6%)
(60.9%)
(3.6%)

16%

53%

Sarcoma

Haematological

18%

Other non-cancerous disease
10

20

30

40

Number of participants

Legend: CNS=central nervous system

•

Believing that FP will not be successful in one’s
lifetime (p<0.005, OR=2.962, CI=1.388–6.319),

•

Not having a FP procedure (p<0.009, OR=.214,
CI=.067-.684),
Having a fertility discussion only after high-risk
therapy (p<0.014, OR=9.089, CI=1.566–52.759).

• Had hopes regarding the future “options”,
“choices” and “chances” that FP may provide
(n=92), focusing on hopes for the patient to have
children (n=27)
“It gives my son the option to reproduce when he hopefully is
of a suitable age if he requires/ desires”

Those that did not have FP:
• Referred to its experimental nature and the
patient’s age or health (n=11)

40%
44%

62%

A) Participants that had either sperm or oocyte cryopreservation (n= 17)
B) Participants that had ovarian tissue cryopreservation (OTCP) (n= 43)
C) Participants that had testicular tissue cryopreservation (TTCP) (n=35)

~80% of those that had an experimental procedure (ovarian or
testicular tissue) also believe it will be successful in the lifetime
of the next generation.
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Those that proceeded with FP:

17%

19%

OTCP & GnRH anaologue

GnRH analogue, OTCP & oocytes

Qualitative analysis:
Reasons for satisfaction with FP decision

C) TTCP

30%

OTCP

Other solid cancer

•

3%
35%

11%
TTCP & Sperm

Cancer of the CNS

Factors that influence regret
Multivariate analysis (adjusted for confounders):

Participant impressions regarding how strongly they feel that
FP procedures will be successful in this lifetime:

12%

TTCP

Lymphoma

High DR (score ≥30) was reported by 18.6% (n=24).

Expectations of FP

B) OTCP

Sperm

The experience of DR

a: oncofertility specialist= paediatric endocrinologist or gynaecologist
b: Assessed out of those who had ovarian or testicular tissue preserved (n=80)

A) Established
procedure

FP measures undertaken:

Leukaemia

Diagnostic Classification

Enrolled in FP
research program
N=280

Diagnostic classification of participants:

97 participants underwent fertility preservation & 41 declined.
Legend: TTCP= testicular tissue cryopreservation; OTCP= ovarian
tissue cryopreservation; GnRH= gonadotrophin releasing hormone;
FP= fertility preservation

Regret over time
DR was assessed longitudinally in 22 participants
over 18 months:
•

8 decreased / 6 increased in score: 3 (14%) had
an increase/decrease sufficient enough to change
categories.
Free-text responses indicate the need for accurate
information about realistic chances of success to be
provided at the time of discussion and ongoing
fertility consultation well into survivorship.
Future indications
More research regarding DR over time is required in
all clinical contexts due to a general paucity of data
and for generalisable results.

Conclusion
•
•

•

“[She is] too young for it to be viable with unnecessary risks to
[her] health now…”

Reasons for regret over FP decision
• Related to the process of discussion, information
provision & follow-up (n= 5)
“I do not regret the decision.... [but the discussion] was
extremely rushed…and we perhaps did not get all the
information on what follow up appointments etc. would be
required....”

• Related to FP not being offered (n=6)
“…at the time we had to ask what was available… [FP] was
not offered, which I was a bit disappointed with [as] so much
was happening …it could have been missed …”

8 had no change in score

•

•

Overall levels of regret were low.
Predictors of low regret: factors associated with
quality, timely discussion and belief that
technology would lead to parenthood in their
lifetime.
Participant expectations & hopes for the success
of FP may be protective against regret, and
should be clarified during fertility discussions to
minimise false hope and subsequent regret.
Amendments to the decision-making process are
required to meet information needs and
maximise satisfaction in all families.
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