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Abstract

Background Previous research has demonstrated that patients have difficulty with the decision to undergo non-
urgent egg freezing (EF). This study aimed to investigate the decisional difficulties and possible decisional support
mechanisms for patients considering EF, and for their providers.

Methods This qualitative study involved a needs assessment via individual interviews. Participants included patients
considering EF at one academic fertility clinic and providers from across Canada who counsel patients consider-

ing EF. 25 participants were included (13 providers and 12 patients). The interview guide was developed accord-

ing to the Ottawa Decision Support Framework. Interviews were transcribed, and transcripts analyzed for themes
and concepts using NVIVO 12.

Findings Multiple factors contributing to decisional difficulty were identified, including: (1) multiple reproductive
options available with differing views from patients/providers regarding their importance; (2) a decision typically
made under the pressure of reproductive aging; (3) uncertainty surrounding the technology/inadequate outcome
data; (4) the financial burden of EF; (5) inherent uncertainty relating to potential decision regret; and (6) differing per-
ceptions between patients/providers regarding the role providers should play in the decision. Additionally, potential
sources of decisional support were identified, including provision of basic information before and/or during initial
consultation, followed by an opportunity during or after initial consultation for clarifying information and helping
with value judgements. Individualized counselling based on patient values, adequate follow-up, psychosocial coun-
selling, and peer support were also emphasized.

Conclusions More decisional support for women considering EF is needed. Suggestions include a patient decision
aid in conjunction with modified healthcare provider counselling, support and follow up.
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Background

Non-urgent egg freezing has become increasingly com-
mon in Canada, reflecting the trends in delayed child-
bearing. The average age at which women have their
first child in Canada has increased from 23.7 in 1970 to
28.5in 2011. Strikingly, more than half of all births now
occur in women age 30 and older [1]. With an increased
recognition of age-related fertility decline and advance-
ments in freezing techniques, there has been a rise in
interest in proactive non-urgent oocyte cryopreserva-
tion (i.e. egg freezing without an oncological or other
medical indication).

Non-urgent egg freezing (EF) has become more
widely available within the last five years in Canada,
however, there are significant costs associated with it.
Costs for an EF cycle in Canada range from $7000—$10
000 for procedural costs, plus $3000-$8000 for medi-
cations and $500 in annual storage fees and may vary
depending on facility. Inseminating the eggs in the
future and transferring embryos has additional costs of
$1500- $5000. While it is possible to use Ontario pro-
vincial funding for the subsequent fertilization of eggs
and embryo transfer, initial EF cycle costs, medication
costs, annual storage fees and preimplantation genetic
testing are not including in the funding model. In addi-
tion to the significant cost of EF, the time commitment
and physical experience and risks can be daunting for
patients. The process of priming, controlled ovarian
stimulation with injectable medications, cycle monitor-
ing with transvaginal ultrasound and bloodwork, and
egg retrieval procedure can take 2-8 weeks to com-
plete, with an inherent biological unpredictability in
scheduling. Alternative options to EF that patients may
consider include, but are not limited to: embryo freez-
ing with donor or partner sperm, trying to conceive
now or later with donor or partner sperm, use of donor
egg, surrogacy, and adoption.

There have been several rich qualitative studies inter-
nationally that have examined the experiences and
motivations of women seeking EF [2-8]. Some of these
motivations include the desire to disentangle partner-
ship from parenthood, a refusal of social norms, the
need for a “back-up plan’, and the idea of taking con-
trol of one’s own fertility and future. In addition, there
has been a call for individual clinics to develop patient-
centred EF protocols/best practices based on qualitative
data [7]. Several international guidelines about EF stress
the importance of a full discussion of alternatives, risks
of EF and prediction of chance of successfully achieving
a pregnancy [1, 9, 10]. However, the details of this discus-
sion and how patients and their providers should be sup-
ported in this decision have yet to be fully explored in the
current literature.
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Shared decision-making in which the health care prac-
titioner provides information and a patient shares their
values based on their personal beliefs has been identified
to be a helpful model of care in obstetrics and gynecology
[11]. Assessing the need for decisional support in shared
decision-making is the first step to improving decisional
quality. Prior studies have explored the motivations and
considerations patients face in pursuing EF, and have
described various challenges and complexities in their
experiences including necessary consideration of many
personal values [2, 3]. Furthermore, decisional regret
after EF has been demonstrated in a prior study [12].
Prior studies have also suggested that providers may have
difficulty supporting patients in pursuing EF [13], or may
not feel fully comfortable counselling patients around EF
[14, 15]. Thus, the literature supports the identification of
decisional supports for this complex shared decision.

A patient decision aid which includes the available
options, benefits and harms of each option, probabili-
ties of benefits and risks, and value clarification exercise
developed according to current evidence is a healthcare
tool which has been increasingly adapted to various
clinical problems to support shared-decision making for
both providers and patients [11]. In a systematic review,
patient decision aids contributed to improved deci-
sional quality via (1) increased patient knowledge, (2)
accuracy of risk perception and (3) congruency of care
choice with patient values [16]. They also improved the
decision-making process by decreasing decisional con-
flict and emphasizing a less passive patient role [16].
The Ottawa Decision Support Framework (ODSF) was
developed specifically for difficult healthcare decisions
to assist researchers and providers in assessing patients’
decisional needs/providing decisional support. It offers a
standardized way to investigate decisional needs in order
to inform the development of a patient decision aid [17].
The ODSF maintains that decision aids which address
decisional needs ultimately improve decision quality,
equipping patients with improved knowledge, realistic
outcome expectations, and values-based decisions [17].

This qualitative study aimed to assess the decisional
needs of both patients and providers according to the
principles of the ODSE. Our goals were to (1) outline the
factors that contribute to decisional complexity, and (2)
explore possible decisional supports.

Materials and methods

Recruitment and data collection

Data collection involved individual interviews using a
semi-structured interview guide based on the ODSF
[17]. Interviews were conducted using two populations
selected by purposive and convenience sampling: [1]
English-speaking patients over 18 attending an academic
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fertility clinic, Mount Sinai Fertility, in Toronto, Ontario
who were considering non-urgent (i.e. non-medical) EF
as a reproductive option, and [2] providers (reproduc-
tive endocrinology and infertility [REI] physicians, nurse
practitioners, reproductive counsellors) across Canada
who participate in counselling women about EF as a
reproductive option. Patients considering EF for medi-
cal reasons were excluded as their motivations for EF and
decision-making process would likely differ in impor-
tant ways from those seeking non-urgent or elective EF.
Recruitment tools included bulletin boards at the clinic
as well as in-clinic conversations with an attending phy-
sician or research assistant. Providers were recruited via
email invitation. Sampling was emergent and guided by
thematic saturation [18].

Interviews were conducted from November 2018- Sep-
tember 2020 either in person (n=2) or over telephone
(n=23) by the investigators E.S.D., L.D. and J.H as well as
by research assistant, M.S. Modality was determined by
participant preference. Standardized demographic infor-
mation for participants was collected.

Interview guides

Two interview guides were developed based on the
ODSEF framework. The guides were adapted for both
populations (patients and providers). The interview
guides (Appendix 1) consisted of a mix of open-ended
and closed questions regarding the options available to
patients, factors that impact the decision-making pro-
cess and the role of decision support. The guide was
considered fluid and interviews were explored accord-
ing to concepts brought up by participants. Early inter-
views informed the interview guide, which was modified
accordingly in later interviews in an effort to explore new
concepts more fully (i.e. uncertainty about EF technol-
ogy, religious beliefs impacting choice to proceed and the
use of EF as a back-up plan). Interviews were recorded
and transcribed verbatim by a study investigator. Tran-
scriptions were checked for accuracy by a second study
investigator. Concepts of qualitative research such as
reflexivity of the researcher, emergent findings, and
ongoing analysis were all integrated into data collection
and analysis.

Data analysis

Interviews were subjected to thematic analysis and
involved the development of codes, comparison of con-
cepts, and development of theories [18, 19]. Thematic
analysis of interview content was reported in a separate
paper [20]. For the current paper’s analysis, using the
ODSF as a guide, codes were identified and compared to
concepts defined by the ODSF around decisional needs,
of which the broad categories include: decisional conflict/
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uncertainty; inadequate knowledge; unrealistic expec-
tations; unclear values; inadequate support/resources;
complex decision characteristics; and personal/clinical
needs [17]. In keeping with qualitative methodology, data
analysis occurred in conjunction with data collection in
an iterative process. Interviews were conducted until data
saturation was reached. Interviews were independently
coded using NVIVO 12 by two study investigators, L.D.
and E.S.D. An audit trail of memos and coding was kept
to ensure reliability of data. Similarities and discrepancies
in coding, concepts and themes were then discussed by
L.D,E.S.D, C.J., E.G. and T.H to come to a conclusion.

Ethics approval

Approval from the Mount Sinai Hospital Research Ethics
Board was obtained prior to initiation (study# 17-0001-
E). Informed consent was obtained prior to, and through-
out the interviews. All methods were performed in
accordance with the Declaration of Helsinki.

Results

Our goal in the current paper was to use the ODSF as a
structured guide to (1) identify factors that contribute to
decisional difficulty for patients and providers, and (2)
identify possible ways to provide decisional support. The-
matic analysis of interview content is reported separately
[20].

Demographics

Participant demographics are outlined in Table 1. The
current paper is a further analysis of existing interviews
reported on previously [20], and no new interviews were
conducted for the purposes of the current paper.

Patients

Twenty-three patients were approached for the study,
and 14 were interviewed (60.9%). Two interviewed
patients were ultimately excluded from analysis as they
were undergoing EF for medical indications. Most
patients (20/23) who pursued a consultation for EF did
end up undergoing EF. One patient chose to undergo EF
at another fertility clinic. Only one patient chose embryo
freezing only and one patient underwent both embryo
freezing and EF.

Providers

Twenty-eight providers were approached for the study
from across Canada, and 13 were interviewed (46.4%).
Most providers were REI physicians, and years in prac-
tice varied.
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Table 1 Demographics
Demographic n (%)
PATIENTS N=12
Age (years)
30-35 3(25.0%)
35-39 8 (66.7%)
Not asked 1(8.3%)
Education
University/college undergraduate 5(41.6%)
University graduate 4 (33.3%)
Medical degree 1(8.3%)
Medical and graduate degree 1(8.3%)
PhD 1(8.3%)
PROVIDERS N=13
Years in practice
<5 4 (30.8%)
5-10 4(30.8%)
10-20 5(38.5%)
Gender
Female 7 (53.8%)
Male 6 (46.2%)
Practice role, discipline
Physician, GREI 9 (69.2%)
Psychologist/psychotherapist, Fertility 2 (15.4%)
Nurse practitioner, Fertility 1(7.7%)
Social worker, Fertility 1(7.7%)
Location
Ontario 6 (46.2%)
Nova Scotia 3(23.1%)
Alberta 2 (15.4%)
British Columbia 2 (15.4%)

Factors contributing to decisional difficulty

A number of factors were found, throughout interviews
with patients and providers, to contribute to difficulty
in decision-making around EF (Table 2). Factors are
explored below.

Multiple reproductive options with different views

regarding importance

Reproductive options considered by patients and provid-
ers are outlined in Fig. 1. Interestingly, patients primarily
saw their options as “egg freeze” or “do not egg freeze”.
Other options for childbearing now or in the future, such
as embryo freezing with donor sperm, donor egg in the
future, or adoption were, for most patients, not consid-
ered. This was because of the significant impact of the
value placed on reproductive autonomy. Patients ulti-
mately were only considering options that allowed them
to conceive with a partner they met in the future. They
were looking at EF as true fertility preservation, rather
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than ensuring they would have a child or a live birth
in the future by any means. In keeping with this, when
asked to discuss any options for current/future childbear-
ing patients had considered, only 2/12 patients consid-
ered “embryo freezing with donor sperm” and only 3/12
patients considered adoption. Patients were highly moti-
vated to pursue EF now to allow for potential pregnancy
with their own oocytes in the future, and had not given
consideration to alternatives such as conceiving now
with donor sperm or conceiving in the future with the
use of donor eggs since these were not in keeping with
their current life values. As one patient described when
asked about options considered, “The obvious options are
to freeze or not freeze. Then I also considered whether to
have a child now [but] I have to rule [that] out right away.
I'm still in school, I have no income. I have no partner, so
I mean that’s sort of a very theoretical option. That was
never really an option” [Patient 5, age 35—39]. In contrast,
providers counselled patients on reproductive options
that could be utilized throughout their life or were more
likely to result in a live birth including “embryo freezing
with donor sperm” (8/13) or “donor eggs in the future”
(5/13). This discordance highlights a disconnect between
what providers think patients will find important to con-
sider, versus what patients realistically view as pertinent
to their individual situations.

Decision made under the pressure of reproductive aging
Patients needed to make this decision under the pres-
sure of reproductive aging, and this contributed to the
inherent difficulty of the decision. In discussing fac-
tors that made the decision difficult, one patient shared
about the time pressure they felt: “I'll be 35 soon and
then I keep hearing that this has to be done by 35 and
after that it's going to be a big impact on your reserve so
I would say I was a little bit stressed there” [Patient 10,
age 30-34]. Decision timing also impacted the recruit-
ment of patients for this study. Although recruitment was
open to any patient who had considered EF, regardless of
whether or not they ultimately chose to proceed with it,
only patients who chose EF volunteered to participate in
the interview. Our observation was that women present-
ing for EF consultation were not ready to have a child at
that time and were therefore only considering options
that would allow them to delay this decision and main-
tain reproductive autonomy, mainly EF now as opposed
to conception with donor gametes or embryo freezing.

Uncertainty surrounding technology itself

EF was viewed as a newer technology that still remains to
be well-established within society. Participants (provid-
ers and patients) cited initial testing results, the elements
of attrition at each step, and the role of future unknowns



Page 5 of 11

(2023) 23:594

Dason et al. BMC Women'’s Health

(134 T Jspinoid] uaipjiy> oAby 03 Way

10J 5121 JUDLIOAWI MOY MOUY J,UOP | pUD ‘ASUOW JO 10| D MOLIOQ JO JO| D 33
-LDDS 0] oY Aay1 aoupisul 104 SIY1 bujop 4o ‘gof buifpd-ybiy v 10u arpy
Apbwi 3jdoad awios asnb2 1502 ay1 JO ssajpipbai Syl op Alauuyap pjnoys
noA ‘saj, 1Ualibd D [aSUNOD PUD PIDMIO) dB1S 01 AW JOJ YNILYIP S YUIYL |
‘MaIA JO Jujod 10Y) Woi) 05 *bulzaal) bba ‘Mouy noA sp aaiupionb b Jou S|
[umouyun abe ' Ju11ed] Mouy NOA 4aAa10} 10}

buIADS U3aq aA,] 1DY1 buIYIaLIOS S1 SIY1 231 bulylawos oS awodul ajgnop
D 9ADY JUOP | “UOSIad dUO AJUO L[ JjasA 10 ***aLUfl JWDS Y1 1D 1502 0]
buiob s uonbIIPaUI a1 JAIDYM ‘1IN0 WdY1 bupyb} JO 1502 Y1 S 0S 1ybL
Wyl 9311124 dM [13UN MOUY LUOP oM S uipbp pup — buidoy pup spuny
350141 21020J{D 01 MOY PUD 1502 33 3q SADM|D [[im 3bU3|IDYD 343 YUIY] |

(134 '€ 49p1noid] Abs pjnom | Abojouya mau

A1aA D 531 05 pws a1nb ‘a1pp 03 's1 bba J13y1 3sn 01 320q bujwiod dn pua
AJJDNI2D OYM ULWIOM JO 12QUUINU 341 pUD ‘S| A||Da1 JUBWIDAI] SIY1 [NJSS3IINS
Moy 01 S0 AIp1IIUN 40 11q D 1IN [[115 24241 0S pUYy “UONDINdOd 3j11424ul
aY3 WOoIy 210 1DY1 SalpNIs wioJy 31 buipjodpiixa swyiiobjp uo 11 buisbq
Aj1S0W 219/ 100d 21 1Y ADS pINOM | ‘Y 10J 32UPIAS Y1 1Y ADS P
[6¢-G¢ obe

‘g 1uaned] s1ybu axyows Jjo ynd o ur dn ob pjnom siy1 Jo | uayl pup syo1s
11J0 2UON ¢14yb11 oM 3ybiw 31 Jo aUOU ***aul| Y3 UMOP ‘Op Ayl J1 UaAd
uay1 pub noA woy sbba jo jo; b buniab dn pua 3,uop noA ‘mouy noA ‘sai
-3IXUD 3531 || “ALIOM SIY3 || pUD 3Wil3 SIY1 [P puD A3UOW SIY3 || 13D OS

[FE€-0€ 26e ‘0| 1UsNRd] 2I2Y] PIssalls 1Iq 31| D

Som | AbS pinom | 0s an1asal InoA uo 1oodwiy biq b aq 01 buiob s3110y3 121y
pup € Aq auop aq 01 spy Siy1 1oyl buLpay daay | uayl pub UOOS € 3q |||
l6e-Ge obe e

1usned] ;mouy noA 1suipbo 1yby o1 aAby [ 10y1 buiyl auo ay) si abp asnpb>
'SSodAQq awi) Uizl YUm ‘UDWOM D Sp ‘aul djay buuob Jou 11 pupisiapun |

[13Y ‘g Jap1roid] sofiquia azaau) pup
soAiquua 210315 03 Wiads Jouop pub sbba ay1 asn 03 3q pjNom ‘pasn Ajluow
-wod Jspaj ‘uondo y1noy ay1 A|gpqoid pup ‘buizaal) bba yum Aji1ia) 141
buiniasaid snsian ‘wiads Jouop buisn ajdwioxa 10j Komp 1ybu pooyiuaiod

Y3IM bUIPa320id SNSIaA “AjjDINIDU 9A192U0D pUD APOGaWIOS 19 A3yl JI
335 pUD JIDM 0S “JUaW2bDUDWI JUDIDaAX2 2G PINOM SUOIIHO UIDW 34|
l6e-S¢

obe ‘G 1uaned] UoNdo UD AjjDai JaA3u SOM 1D | “UORdO [D112103Y] AiaA D
JO 1J0S S1DY3 UDaW | OS 4aulipd 0U dADY | 2UI0DU] OU 2ADY | J00YIS Uj [[13S

(uolisdap JuaW|dul/xew o}
9DUBISISSE [BIDURUY O} SS9DDB XDB|) SDURISISSE [edurUY alenbapeu) -

:$921n0sal 19 1Joddns a1enbapeuy 43 JO UapINq [edURUI4

(uonendod

pa123ye AQ AJUSIayIp Pan|eA S1e S9UI02IN0) 3dA1 UOISIDaP 1 NdYyId -
:$D[1S1191oRIRYD UOISIDSP X3|dWwo) 4|91 ABojouyda) buipunouns Auie1asun

(UOOS DPeW 3¢ 01 SPIAU UOISIIBP) BUlf UOISIdSP 1NIWIC -
'$213s110RIRYD UOISDRP X3|dwoD)  Buibe aadnpoldal Jo ainssaid sy Jopun apew uoisidag

(uoneindod padapye Ag Ajpusiay

wi Aomp 3yb1i 1o [1py] 3)nJ 01 SADY | [ING] MOU PJIYD D 3ADY 03 IdYIdYM  -JIp PAN|BA I $3W02IN0 ‘suondo a|diinw) adA1 uoisidap ynoyyIq - 9ouepodwi buipiebai
D213PISUOD OS[D | UBY 3Z331J 10U IO 8Z9a1J 0} 21D SUOSIAO SNOINQO 3y | DNsHSORIRYD UOISPDIP X3|dwod) SMIIA JUBIDHIP Yim suoido aandnpoidal sjdiyniy
s3jonb pajd9jes [£1] (s)3d@>u0d 45qO Buipuodsaiiod) paynuapl Jo1de4

$1d22u0d 45gO bulpuodsallod pue A}nduyip [euoIsiPaP 03 BUINQLIUOD slo1de T dlqel



Page 6 of 11

(2023) 23:594

Dason et al. BMC Women'’s Health

1stjenads Ay

194Ul pue ABojouldopud dA1IdNPoIdal (7Y “Yiomaweld 1oddns uoisidag emenQ 4SO ‘Buizaaly 66s Jusbin-uou 43 :suonbLINIGQY

(139 2 19pinoud]

'po0b 3q pinom 1oy3 YNsU02 Y1 43D JO 1D J3Y1ia ‘Spupy ,s1uaiipd 03 Wyl
12b pup 350y azijpuosiad upd NOA J1-a1p asoy1 yulyl | dwoy 1o buifi) aq
PINOM Aj11J3) Ul 3Ul23p [pINIbU 3Y] 123dXa pNOA IbYM ‘D puy 3q pjnom
s6ba 25041 JO 2101 Y11Iq 1| 341 IDYM-1DYM ‘g "buiISa] aAIa5a1 UDLIDAO J13Y)
Uo paspq a1pdiainup pnoA s6ba Aubw moy ‘v |21313 1D 33441 aSOY1 YUIYl |
[umouun

abe 'y usNed] $53204d 2/11U3 Y1 UO PaipINpa Ja11aq ‘paulioju 121339

2Q 0115n[‘MOUY N0 ***1aU00S 10| D 11 P2IaJJO 2ADY PINOM JiUljd 3Y1 JI

NUIY3 | “[UOISIDAP Y1 DWW padjay 2ADY PINOM] UOIDULIOJUI 2I0W YUIY] |

[13Y ‘€ 12PIA0Id] 10U 40 JS34a1U1 1539

J12Y3 UL S, 3] 924 A3Y3 JaY12YM 3pIdap Way] 18] pUD UONDULIOJUI 341 Ylim
wayl apinoid 3snf | ‘op 01 1pym s1ua1ipd J123 LUop AjjpnidD | 0S UMO Jiay3
U0 UOIsI2ap b b 01 u211pd ay1 buimoyjp 1snf pup ‘ssaoons buiuwaop
M 3ID MOY " "pUD ‘3ID 1502 3Y] IDYM ‘S|IDIUS JUSWID3I] 3Y1 Iym Jo bul
-pupjsiapun up wayl aA1b 03 A1y ‘syuaiod wiiogui 03 3snf i o1 Aw yuiy

| Kujisagul yum Jpin31mind ug inq ‘duidipaw Ul buiaAup yim axi yuryl |
[6€-G¢ abe ‘g 1uaned] 92IAPD JO 3dA1 1DYI 217 (3Dl saoupyd 210w
Jjasinok buinib Ajuo 1snf a1nok asnpdaq ‘1ou fjay ayi Aym ‘Aouow ayi oAby
noA J1 10 ¢34b11 'a21M1 11 Op NOA ji Aauowd InoA Jo 21spm b A1Qbqoid 31 pjo3
3q yanuy [jam ‘Apxo ax17 ‘noA yaim 1sauoy aq 01 ybnoua [p21y1a 3q pjnom
J0120p D 1oy buidoy 1snf W **;123ybNDp INOA 10§ US04 PJnOM NoA
buiyiawios si siy1 ‘sofiquua ay3 3zaaly uayl pub sbba Aul 2za31}—s1y1 op

0] 2J2M | JI [MOUY 01 JUDM [INQ] ** “JUaipdsubi) buaq pup 3s03 ay |jp aul
buinb ‘o001 1py1 a1pid2iddp | Juaiipd o sp “Snpwojdip buiaq 1snf1ou a1y 03
pasoddo sp uojuIdo UMO S|pUOISSa)0.d [DIIpaLU I3y O] Y| | SOUIIIUWOS

[E€-0€ 9be ‘g 1usiied]

'SbujyI UMouyUN JO 22D} Y1 UIYIIM UOISI2ap D bW O] buiapy 0§ jabupyd
UoDNYIS INOA [IM ‘MOU WIOLJ SYIUOW XIS JHDM Op NOA J1 IDYAN DU SIY2

1D A1DsSadau A121njosqD .31 1 aXi] ‘[3IN2Lyip UOISIap ayi saypwi] nok buliq
[IM WL IDYM UMOUNUN ‘$1234J3 3PIS pUNOID UMOUYUN 3y JO 1J0S Ssanb |
[66-G¢ abe 'S 1uaned] Jublisay

Kian 123 |11 | Ajjpuonowa 1nq ‘uoisidap ay3 1Noqp 2ins 33inb wij ‘2insun
123/ | Ajjpuonowa 10y3 asuas ayJ uj ‘31 1noqo ainsun Aian (94 [ji1s | ing

uoneinp
$11 40 sisoubelp 03 bulpIodde UORWIOJUI PAIO|IE] JOJ PISU — [BIUID) -
o6e 03 BUIPIODIL UONRULIOJUI PIO|IR) IO PISU — [UOSId -

sn1e3s y3eay BuLdpIsuod spaau e1dads — [edulp) -

'SPa3U |BDJUI|D PUE [BUOSID

Jauonnoeld yum bunessqiap Aynoyiq -

Bupew

-UOISID9P Ul 3|04 [BN1DE PUE 3|0J Pa.iajaid $3UO U9MIST UDIBWISIIA -
:9]0J [RUOISIDAP HNJLYIP JO UONRISDJIUBIN

paileys -

paj-uaied -

POAJOAUL IO SAIDE USYIQ) -

:BuIBeW UOISIDAP Ul $9]04 paiajaid Jo uonesyissed
$3]0J |eUOISIDAP Y NI

SI9Y10 WOJJ SUOIIBPUSUILIOIRI BUIDIYUOD) -
:590110e4d/SM3IA S19Y10 :suondadiad a1enbapeu)
Bulsew uoisidap ul payoddnsun bujaa4 -
:$924n0saJ 19 1ioddns s1enbapeu|

suondo 1noge BupjuIyl ApueIsuod -

Spew A343 S92104D U99MISQ PRISABA -

wiay) 03 Juenjodu] Sem 1eym pauonssnp -

921042 e apeul A3y1 I Buoim 06 pjnod 1eym PaLUOA -
95002 0} JBYM INOGe 2INSu -

:101Juod [euoIsIDa]

1oddns jeuoispap pasodold

$9]0J [RUOISIDAP JO suondadiad bunayiqg

SSWO02IN0 pue ‘ssa301d 43 ‘suondo 1noge Aulenadun

sajonb payses

[£1] (s)3d@du0d 45qO Bulpuodsaiiod

paynuapl 103oe4

(PanuNUOd) Z 3jqey



Dason et al. BMC Women'’s Health (2023) 23:594

Page 7 of 11

Reproductive Options
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Fig. 1 Reproductive options considered by patients versus providers

— such as future sperm quality or whether the eggs would
ever be successfully used — as contributing factors to the
inherent uncertainty of the decision. In addition, par-
ticipants felt that there was inadequate evidence for out-
comes in this population. One provider shared, “Id say
that the evidence for it, I would say that it’s poor. We're
mostly basing it on algorithms extrapolating it from stud-
ies that are from the infertile population. And so there’s
still quite a bit of uncertainty as to how successful this
treatment really is, and the number of women who actu-
ally end up coming back to use their egg is, to date, quite
small. So it’s a very new technology I would say” [Provider
3, REI]. Reproductive counsellors also brought up spe-
cific considerations about what happens to the genetic
material in the event it is not used in the future and the
cultural and religious acceptance of children produced
via assisted reproductive technology (ART).

Financial burden of EF

These decisions carried both a financial and emo-
tional burden. Strikingly, all patients and practitioners
brought up the financial burden associated with the
decision of whether or not to undergo EF. Most patients
felt that the cost of EF was a significant barrier. Costs
listed included those associated with consultations, fer-
tility testing, procedures, time off work, and medica-
tions. Participants did acknowledge that if a patient was
motivated to freeze their eggs, they would find ways
to secure the finances, either through personal sav-
ings or a loan from family or friends. Several providers
shared that the significant financial burden associated
with EF negatively impacted their ability to support
their patients in their decision-making. Providers felt
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uncomfortable counselling patients around the value
judgement patients needed to make because of the sig-
nificant cost of EF. As one provider shared, “..it’s not a
guarantee as you know, egg freezing. So from that point
of view, I think um it’s difficult for me to step forward
and counsel a patient, ‘Yes, you should definitely do this
regardless of the cost’ cause some people may have not a
high-paying job, or doing this for instance they have to
sacrifice a lot or borrow a lot of money, and I don’t know
how important it is for them to have children” [Provider
2, REI].

Uncertainty about options, EF process, and outcomes
Patients generally were unsure about which option to
choose (i.e. to freeze or not to freeze eggs), and were
worried about what could go wrong if they made a
choice. In general, patients wanted to delay the decision
but, as above, felt the time pressure of reproductive
aging to make a decision. They questioned what was
important to them and often had to confront personal
values to make the decision. In general, when making
the decision of whether or not to undergo EF, patients
felt upset and physically stressed, wavered between the
choices they faced, and constantly thought about their
options. Interviews also identified uncertainty in delib-
eration amongst the multiple options, financial and
emotional investment, potential for decisional regret
and the physical risk of intervention and medication.
One patient described, “But I still feel very unsure about
it. In the sense that emotionally I feel unsure, I'm quite
sure about the decision, but emotionally I still feel very
hesitant” [Patient 5, age 35—39].
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Differing perceptions of decisional roles

Although all participants agreed that this was ultimately
a patient-led decision, there was a mismatch in perceived
decisional roles. While 5/12 patients looked to provid-
ers to share the decision with them, only 2/13 providers
actually felt that this was their role. Most REI specialists
viewed their primary role as providing information and
support to patients and specifically felt uncomfortable
helping patients with their value judgements. REI spe-
cialists tended to focus on their role as helping with only
the comprehension of medical knowledge, the results of
initial fertility testing, and the sharing of adequate statis-
tics. They felt that they were responsible for being realis-
tic about the probability of a live birth and emphasizing
that EF does not guarantee a genetically-related child in
the future. Many providers brought up that they wished
they could provide a personal risk calculation to patients
based on their age and test results to give them a realistic
picture of their potential outcomes. Providers struggled
with the inadequacy of current evidence about outcomes
in this populations.

Patients emphasized the importance of provider rap-
port, and in contrast to what providers saw as their role,
they stressed need for practitioner support in weighing
one’s personal values. One patient shared, “Sometimes I
like to hear medical professionals’ own opinion as opposed
to like not just being diplomatic, as a patient. I appreci-
ate that too, giving me all the cost and being transparent...
[but I want to know] if I were to do this—freeze my eggs
and then freeze the embryos, this is something you would
recommend for your daughter?... I'm just hoping that
a doctor would be ethical enough to be honest with you.
Like okay, well truth be told it's probably a waste of your
money if you do it twice, right? Or if you have the money,
why the hell not, because you're just only giving yourself
more chances right? Like that type of advice” [Patient 8,
age 35—39]. In contrast, providers felt uncomfortable par-
ticipating in these conversations. One provider shared,
“I think like with anything in medicine, but in particular
with infertility, I think my role is just to inform patients,
try to give them an understanding of what the treatment
entails, what the costs are, and... how are we determin-
ing success, and just allowing the patient to make a deci-
sion on their own. So I actually don’t tell patients what to
do, 1 just provide them with the information and let them
decide whether they feel like it's in their best interest or
not” [Provider 3, REI].

Both providers and patients felt that there was too
much information to share with patients in a short
amount of time. Both patients and providers felt limited
by the available time during a single consultation and
the lack of planned follow-up. Interestingly, patients dis-
cussed a desire for more positive messaging. One patient
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shared, “I think it needs to be geared towards a little bit
more of the positive reason why we're doing all this stuff,
rather than it’s not going to work; why should we do it?
Like I don’t want to hear that, you know. Cause it works
every day, so 1d like to see a little bit more of that. And
I think that does help with the decision” [Patient 4, age
unknown]. This perspective contrasted to providers’ fear
of giving a false sense of hope to patients. One provider
shared “We're very clear that it is not a sure thing. Some
clinics I think falsely reassure people that this will give
them a child and that's not how we talk about it — we say
it’s a potential option but there’s no guarantee” [Provider
1, nurse practitioner].

Proposed decisional support

Ultimately, two timepoints for decision support to
address decisional needs were clearly identified by both
populations. Most study participants felt that the first
opportunity for decisional support was the provision of
basic information either before or during the consulta-
tion. This information was felt to be most usefully deliv-
ered by written information or a website containing
multimedia formats that outlined the options available,
the benefits and harms, the probabilities of benefits and
harms, and the cost information. Providers specifically
thought that having a way to demonstrate ovarian reserve
depending on a patient’s age and potential live birth out-
come would be a helpful addition to the website.

A second timepoint for support was identified as
the time during and after consultation with the physi-
cian, which should be more focused on helping patients
clarify information, asking questions that are important
to their values, and assisting in the judgement amongst
values surrounding ART. The reproductive counsellor
interviewed described talking the patient through differ-
ent possible future scenarios and helping them question
their beliefs and support systems. REI providers, with the
available supports that they have, overall felt uncomfort-
able participating in these types of discussions. Many
patients commented on the need for more decisional
support in the form of counselling, further conversations
with their provider, a prior patient with experience or
group sessions with other patients in similar situations.

Discussion

This study is the first of its kind to compare and con-
trast both patient and provider views on the decision of
whether or not to undergo EF. In the era of shared deci-
sion-making for complex healthcare decisions, elucidat-
ing provider perspectives for this decision and how they
differed from patients’ views highlighted important con-
siderations for counselling. In addition, our study is the
first to assess the views of fertility specialists counseling
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patients about EF in North America. The results of this
study highlight decisional needs that can be addressed
clinically and through further research moving forward.

Several previous qualitative studies from various higher
income countries have also examined motivations and
experiences of women undergoing or considering EF
[2-8]. Results from our study support aspects of this pre-
vious research, emphasizing the impact of reproductive
aging and health/career status, relationship status and
desired timeline, financial and economic considerations,
technological concerns, and the desire to avoid future
regret. Our research has also echoed several additional
survey-based and cross-sectional studies, which have
identified a lack of knowledge about the options, costs,
benefits and risks of EF [21], discussed the need for
detailed and individualized information on the procedure
and possible outcomes for women considering EEF [22],
and recognized the need for greater support in the deci-
sion-making process [23]. The results of the present study
further demonstrate that despite being provided the basic
information about EF from their providers, patients have
trouble understanding the applicability of the benefits
and risks in concordance with their personal values, and
desire this additional support from their providers.

There were several areas in which the inclusion of pro-
viders’ perspectives offered interesting and novel insights
into the decision-making process. Patients in our study
generally felt unsure and uneasy about their decision, and
wavered between their perceived options, which were
typically to either pursue EF or to not pursue EF. Interest-
ingly, in contrast, a previous qualitative study identified
that the patients they interviewed in general felt posi-
tively about EF, hopeful about their outcomes, and grate-
ful that it was an option they had [7]. However, despite
this difference, common to both our patients as well as
the patients in the previous study was the idea that they
each preferred their provider to relay information and
options in a more positive light, and to avoid excessive
negativity. In the present study, by involving providers
with experience in counselling women around EF, we
were able to demonstrate that providers in general were
worried about communicating false positivity to patients
and, rather, desired to express the objective facts.

Furthermore, the difficulty of financial constraints dis-
cussed by all participants in our study is not a novel find-
ing; many other qualitative studies have demonstrated
this finding amongst patients as well. Previous stud-
ies have found that patients generally feel EF is a good
investment and a responsible way to spend their money,
and is worth the avoidance of potential future regret [6,
8]. Similarly, in the present study, participants empha-
sized that if a patient was motivated enough to pursue EF,
they would find a way to secure the necessary funding.
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However, providers interviewed in our study indicated
that due to the significant financial burden of EF, they
were even more hesitant to engage in shared decision-
making as they did not want to present EF as a solid
option for patients if they truly could not afford it, per-
haps highlighting a degree of paternalism. These findings
of incongruency between patients and providers rep-
resent potential significant barriers to shared decision-
making in the context of EF, and highlight the importance
of developing rapport and a strong therapeutic relation-
ship early on in the patient encounter, as well as having
discussions around patients’ values and future goals.

The lack of adequate outcome data for EF, an important
decisional need, was especially expressed by providers,
with many sharing that they wished for a personal risk
calculation that they could provide patients about spe-
cific live birth outcomes. While this type of personal risk
calculation is available in the literature, it exists as predic-
tive models based on outcomes derived from embryo use
in an infertile population [24]. As mentioned in previous
studies, the population accessing EF for fertility preserva-
tion may be very different from other populations, such
as those accessing IVF for infertility [7]. These existing
predictive tools could be adapted into clinical practice
now, but as these populations likely have very differ-
ent decisional needs, our research does call for the need
of clinic-specific outcome data in the context of EF for
fertility preservation, perhaps shared amongst clinics,
to better support both patients and providers in shared
decision-making.

Our study, by including providers involved in this
decision and focusing on the idea of shared decision-
making, specifically identified factors that could assist
in the implementation and improvement of this prac-
tice. Basic information can be provided to patients in the
form of written material, online material or videos prior
to consultations to preserve valuable clinical time for
working through the decision itself. Furthermore, many
patients in our study expressed a desire for providers
to play a more active role in the decision. While this is
ultimately a patient-led decision, patients identified the
need for help deciding where they should place impor-
tance. Patients desired for providers to help them exam-
ine the values important to them, rather than to simply
tell them the necessary facts and information. Many pro-
viders, in contrast, indicated that they felt uncomfortable
participating in these types of discussions with patients,
as they felt it was up to the patients to perform this type
of value judgement. The separate finding that patients
and providers differ in what they perceive as available
reproductive options for patients furthermore indicates
that these types of value-based discussions may not be
readily occurring; our finding of patients primarily only
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considering EF as opposed to other childbearing meth-
ods such as adoption or sperm donation has also been
identified in a previous study [3]. Our results highlight a
disconnect between patient expectations and what pro-
viders feel they are capable of providing; both patients
and providers need more support in these discussions.

Several specific decisional supports were suggested.
First, some providers may appreciate guidance in how to
participate in a discussion around EF decision-making,
particularly in how to engage in a values-based discus-
sion. As mentioned, some patient suggestions on what
they looked for from their providers included framing
the probabilities in a different light, similar to how a pro-
vider might focus on the positive aspect of a prognosis
probability when someone is faced with an illness. For
example, phrasing could be adjusted to “There is a 50%
chance you will have a child” from “There is a 50% chance
you will not have a child” Specific questions that patients
found useful to be asked included “What is the value of
your eggs?” (i.e. is the value of your eggs worth the cost
of freezing them), or “How would you feel if you were
never a parent?” and “How old do you want to be relative
to your child?” Other suggestions for improved shared
decision-making, which support prior studies, include
longer consultation times and ensured follow-ups in
3—6 months’ time [25] in order to facilitate rapport and
in-depth conversation. For those providers who feel this
is out of their scope of practice, referral to a reproduc-
tive counsellor may be an appropriate solution. A patient
decision aid to be used in conjunction with counselling
which can incorporate a values clarification exercise
would also be an attractive option. Ideally, a centralized
source adopted by multiple clinics would mitigate the
concern of financial motivation of private clinics and pro-
vide a sense of regulation to patients.

The main strength of this study was the incorpora-
tion of both provider and patients views, and it is the
first of its kind to do so. Providers were recruited across
Canada and included multiple disciplines. In addition,
we used a standardized framework to assess decisional
needs; the analysis was accomplished using the recently
published ODSF decisional needs assessment. Limita-
tions of this study included patient recruitment from a
single academic-affiliated, urban fertility clinic which
may not be representative of the whole population of
women seeking EF. Patients were also all highly edu-
cated and English-speaking, which may not be reflec-
tive. In addition, all participants had chosen to undergo
EE. Though this is a limitation, it was clear from the
interviews that women presenting for consultation are
highly motivated to pursue EF over another reproduc-
tive option. Future studies could consider recruiting
patients more broadly from social media or primary
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care practice to address this limitation. Finally, patients
were not interviewed again at a later date limiting
exploration of decisional regret and future considera-
tion of other options.

Conclusions

In conclusion, our study has explored the decisional
needs of patients and providers in considering EF, and
identified factors that contribute to decisional difficulty.
Additionally, we have identified that decisional sup-
port may be beneficial. This study is the first of its kind
to include the perspectives of providers in this setting,
which lent an additional level of insight into the deci-
sion-making process. Specific factors that can support
this decision and aid in shared decision-making between
patients and providers include the provision of back-
ground information prior or during consultations, tak-
ing time to review patient values (i.e. where they should
place importance based on their personal values) in the
context of the complex medical information, considera-
tion of a referral to a reproductive counsellor, and ensur-
ing adequate follow-up. Some of these elements may be
addressed by a patient decision aid. Whether the inter-
ventions subsequently improve decisional outcomes
would need to be assessed in future studies.
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