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ABSTRACT ARTICLE HISTORY
Objective: Receiving a diagnosis of premature ovarian insufficiency Received 21 December
(POI) can be an emotional and distressing experience for women. 2022

The aim of this meta-synthesis was to examine women's experi-  Accepted 14 March 2023
ences of POl both before and after diagnosis to provide new KEYWORDS

understandings of those experiences. Premature ovarian
Design: A systematic review of ten studies examining women’s insufficiency; women’s
experiences of POI. health; fertility; identity;

Results: Using thematic synthesis, three analytical themes were coping; adjustment
identified, demonstrating the complexity of experiences of women
diagnosed with POI: ‘What is happening to me?, ‘Who am I?" and
‘Who can help me?. Women experience profound changes and
losses associated with their identity that they must adjust to.
Women also experience an incongruence between their identity
as a young woman and that of a menopausal woman. Difficulty
was also experienced accessing support pre-and post-diagnosis of
POI, which could hinder coping with and adjustment to the
diagnosis.

Conclusion: Women require adequate access to support following
diagnosis of POIl. Further training should be provided to health
care professionals not only on POI but including the importance
of psychological support for women with POl and the resources
available to provide the much needed emotional and social
support.

Introduction

Premature ovarian insufficiency (POI) is menopause that occurs before the age of
40years old. Other terms such as premature ovarian failure (POF), premature meno-
pause (PM), or early menopause (EM) are synonymous and often used interchangeably
with POl in the literature, however, the preferred term is POI (Torrealday et al., 2017).
This is in contrast to natural menopause (NM), which can occur around the ages of
45-54 (Nosek et al., 2012). POI can be spontaneous or medically induced (Ml), such
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as by chemotherapy (Shuster et al., 2010). It is a long-term incurable condition that
causes infertility, infrequent menstruation, menopausal symptoms, oestrogen defi-
ciency, and other general health concerns (Rudnicka et al., 2018; Sterling & Nelson,
2011). Symptoms of POI can include hot flushes, night sweats, mood changes, memory
problems, vaginal dryness, dyspareunia, and low libido (Hamoda & British Menopause
Society and Women'’s Health Concern, 2017; Nelson, 2009). The risk of POI is approx-
imately 1-3%, however, it is also related with familiar occurrence in about 15% of
cases, suggesting a genetic aetiological background (Frani¢-lvanisevi¢ et al., 2016).

Women report difficulty in receiving a timely diagnosis of POl and targeted treat-
ment, and POI is still underdiagnosed and undertreated (Newson & Lewis, 2018). It
is not uncommon for a diagnosis to be delayed due to a combination of interactions
with healthcare professionals (HCPs) and the emotional toll of seeking a diagnosis
(Johnston-Ataata, Flore, Kokanovi¢ et al., 2020; Newson & Lewis, 2018). Often, HCPs
lack confidence or understanding of POI, perceiving the woman experiencing POI
symptoms to be too young to be going through the menopause (Newson & Lewis,
2018; Singer, 2012).

Receiving a diagnosis of POl can be an emotional and distressing experience, with
women reporting higher negative feelings such as despair, anxiety, isolation, and
depression, as well a negative impact on self-image and confidence (Li et al., 2020).
This distress can be further intensified when the cause of POl cannot be identified
(Singer, 2012). As POI can affect fertility, there can be additional distress. Women who
are unable to conceive, can face a disruption in their pursuit of a life goal to have
children, and many women find it difficult to accept their loss of fertility (Davis et al.,
2010; Fraison et al., 2019; Wallach & Menning, 1980). Overall, POl can be viewed as
a life-altering diagnosis that affects all aspects of a woman'’s life: physical, emotional,
and spiritual (Sterling & Nelson, 2011).

Many women with POI report experiencing severe emotional distress at the point
of diagnosis and indicate wanting more guidance on how to cope with POl and to
be able to access supportive counselling. However, psychological support provided
to women can be lacking (Groff et al., 2005; Kanj et al., 2018; Newson & Lewis, 2018).
The European Society for Human Reproduction and Embryology (ESHRE) recommends
that treatment for POI should incorporate also psychological support (Webber et al.,
2016). Similarly, the National Institute of Health and Care Excellence (NICE) recom-
mends referring women with POl to HCPs who have the relevant experience to help
them manage all aspects of physical and psychosocial health related to their condition
(National Institute for Health and Care Excellence, 2015). In the United Kingdom (UK)
few clinics have the resources to address such best practice and in particular psy-
chological care (Richardson et al., 2018).

To date, recent systematic reviews (SRs) have focused on health-related quality-of-life
(HrQolL) in women with POI (Li et al., 2020; McDonald et al., 2022). These reviews
have highlighted that that POl can have significant implications for HrQoL (McDonald
et al,, 2022), and that overall HrQoL in women with POI is lower than in individuals
with normal ovarian functioning (Li et al, 2020). However, Li et al. (2020) excluded
qualitative literature in their review, and several relevant, high-quality qualitative
studies into women’s experiences of POl have been published and could provide a
more in-depth understanding that may be missed within quantitative studies. By
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focusing on HRQoL, rather than an in-depth interpretation of women’s experiences
of POI, relevant qualitative studies on POI (Johnston-Ataata, Flore, Kokanovi¢ et al.,
2020; Moukhah et al., 2021; Orshan et al., 2001), as well as unpublished dissertations
(Lockley, 2012) have been missed from McDonald et al. (2022) review.

Therefore, this SR will aim to address these limitations by answering the following
question: ‘What are the experiences of women diagnosed with POI?.

Methodology
Literature search

The review was registered on the international prospective register of SRs (PROSPEROQ;
ID number CRD42021298065). Searches for studies that investigated women’s expe-
riences of POl were undertaken between December 2021 and July 2022. Five electronic
databases were searched: APA Psychinfo, CINAHL Complete, Academic Search Complete,
MEDLINE and SCOPUS. Grey literature was found by searching Ethos and Open Access
Thesis and Dissertations (OATD). Reference lists of relevant papers were also checked.

The SPIDER framework was used to identify studies for inclusion in the review.
Three key concepts structured the search: women, experiences, and premature ovarian
insufficiency, and were searched for within the titles, abstracts, keywords, and the
main text of the study to increase the likelihood of identifying relevant research. An
overview of the search terms is provided in supplementary file 1.

A Boolean search strategy was used, using the following search terms: premature
ovarian insufficiency OR premature ovarian failure OR premature menopause OR early
menopause AND women* OR woman* AND experience* OR perception* OR view*
OR opinion*.

Inclusion and exclusion criteria

An overview of the inclusion and exclusion criteria is presented in supplementary file
2. Studies were included if they were original qualitative or mixed methods studies
(with qualitative extractable data), published in the English language, and focused
on the experiences of women with POI. No age restriction was placed on participants.
The year of publication was restricted from 2000 to ensure that the search strategy
captured as many recent relevant articles as possible. Screening of the study titles
and abstracts against inclusion and exclusion criteria was completed by the main
author and the co-author. Relevant studies were retained, and the full text of each
study independently screened by both authors. Any differences were managed through
discussion between the two authors focusing on the aims of this review.

Classification of studies

Study selection was recorded on a Preferred Reporting Items for Systematic Reviews
and Meta-analyses (PRISMA) flow diagram (Moher et al., 2009) (Figure 1). In total,
2142 articles and 14 dissertations were identified. After eliminating 805 duplicates,
the remaining 1337 titles and abstracts were screened, excluding a further 1314. The
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Figure 1. PRISMA flow diagram.

remaining 22 articles were read in full; ten of these met the inclusion criteria and
were included in the review.

Quality assessment checks

The Critical Appraisal Skills Program (CASP) was used to appraise the methodological
quality of the included studies (CASP, 2022). To enhance reliability, the co-author
independently appraised the included studies using the same framework. Inter-rater
reliability was established using Kappa coefficients (Fleiss & Cohen, 1973). The overall
kappa score was .82 with the resulting coefficients ranging from .63 to 1 for individual
studies.

Characteristics of included studies

The author(s), date of publication, country, aim(s), sampling method, sampling char-
acteristics, data collection, data analysis, and main findings were extracted from the
original articles (Table 1). A detailed description of the characteristics of studies
included in this review can be found in supplementary file 3. Not every study included
the age of participants (Boughton, 2002; Boughton & Halliday, 2008; Halliday &
Boughton, 2009). For the remaining studies, the age of participants ranged from
19 to 61.

Reflexivity

Reflexivity is an integral part of quality research and considers how the positioning
of the researchers to the research process influences the collection of data and the
subsequent analysis (Mays & Pope, 2002). JH is a Trainee Clinical Psychologist and


https://doi.org/10.1080/08870446.2023.2192738

PSYCHOLOGY & HEALTH (&) 5

(panunuod)

Aemyied |ediydesboiq J1ay3l 1NIISU0II
10 ‘JUdAUIBI ‘Buyapal 0] papasu uswom siybiybiy -

Apoq 31143} e Jo sso| 3y} buinsub :Apoq buijiey ayy 7/
‘ualp(iyopuelb yum
Alqissod ‘uaJp(iyd> J9p|0 YIM UBWOM injew diow ‘dA1de
SS9 49PJ0 dY1 () pue ‘pooyiaylow uo bupjiequs swos
JO UIP|IYD [|ewS YUM Spudlly JIayy dnabisua ayy ‘bunok
9y3 (1) :uawom jo sdnoib [e1os JuaIayIp A19A omy 0}
Buibuojaq 1ou 13K pue Huibuojaq se sanjpswayy buiaiedid
uswom saqudsIp - uondnisip A1IUSPI-J|9s-|e1d0S Y| ‘9
'SaIpOq Jel|iwey
swes ay1 buiaq Jsbuo| ou s3Ipoq 419y JO SINNOYIP
panad suswom sybiybiy - ;adA10a131s ay) :asnedousw
1e ueWOM e Jo abewi palpoquw 3yl 01 bujwiojuo) °g
‘9ueleadde Apog piemino JIdy3 Jo 3suds Yy} Buiso| uswom
$3qLISIP - ,2dueplodsip adA10a191s asnedousw, bupusuadxy v (0661
's31poq J1ay} ul ‘UBUBJ\ UBA) USUBI\ UBA
sabueyd yum swual 03 buiwod Ayndyyip 1sarealb Buiney spg AQ paqudsap uoljewIojsuel} SOE-SOT :10d Jo sisoubelp jo aby
113U} Ul USWOoM $aqLISIP - ,Apoq ualaylp e, bupuauadxy "¢ |ea1bojouswouayd udIp|IYd OU peY %ET ulIp|IYd
*Apoq dnews|qoid pue uonelaidialul :sishjeue eleq |enxas04a1aH :Aljenxas
113y} Jo dieme awod3q 0} wayy bupioy painydni SM3IAIDIUL paLew
sem pliom-ayi-ul-buiaqg jo Aem Aiewnd syl assym 90eJ-01-9DB4 :U0[123||0D BleQ Gg/€T smeis diysuoneay
uondnusip Apog-4jas e Bupuauadxa uswom syybiybly e|paw pPaquIIsap JON :uolednp3
- Apoq >newoidwAs snondidsuod ayi, bupuausdxy 'z |EJ0] BIA SJUSWASIIISAPE d13j9D/uoxes-obuy sUYyM SE=N  P|o sieakQp 194 1ou LEL =M
'S3IPOq 113y} INOCR UOISNJUOD SUSWOM SSGLIISIP - pue sl |eydsoy ybnoayy :Kdluyry 2I9M OYM USWOM 07/81 =40
uoneuslje Jo asuds e :uoisnjuod Apoq bupusuadxg 'L bBuidwes aaisoding :uswiindaY uanIb jou :aby 1oy 3yl sI asnedousw ejjessny
1SOWIYY UIASS dAleyenD :ubisag GE=N 1eym a10|dxa of (z007) uoybnog
sbuipui4 poyd|\ pue ubisaq swiy () 341008

eddey /(y0) buney
Ayjenpd /uonedo
/31eQ /sioyiny

"S3IPNIS Papn[dul JO SdlIsHddeIRY) | 3|qe]



(panunuod)

“100 419y} bupuanyur Adessyy diewordwAs e se uswom
10d 01 pasaisiujwpe sem Adesayl Juswade|das suowioy
1ey3 s1yb1ybiy — 103y Adessyl Juswadedal SUOWIOH °€

100 419Y3 bundaye Ajasianpe umouun
pue 1da5u03-43s 119y} Buinioisip ‘ewbins aseasip pue :l0d jo sisoubelp jo aby
AM3uap! paualealyl se yons si01dey papRIk |0d YIM uswom UJIpP[IYD peY %G L€ uaIp|IYD
Jo saduauadxd ay3 sybiybiy — 1deduod-jas panoisiq 'z sisAjeue 1ualuo) :siskjeue eleq palleW %g9 :shiels diysuolnie|ay
100 43y uo |0} SMIIAIRIUL pajednpa
e bupjel ‘yyeay suewom e Jo s129dse SnoleA 3y} UO SHIXD 928}-03-3384 :UOIIII||0d ele( KYSIDAIUN %89 :uonedINPT 0€9" =)
10d S92uanpjul aA1eHIU 103IIP Y} SAGLISIP — 103D Iseasiq ‘L sowulp [eudsoy ybnosyy umouun :A3dIUYl3 'lOd Yum uswom 02/8L =40
Buiidwes aaisoding :usawinIddy [¥-87 9By  Jo saduauadxa (10D) uel|
1S9WAY} YL aAneyenp :ubisag GE=N 9 Jo Ayjenb aiodxa o]  (0Z07) '|e 1° Jezajon

'asnedouaw 0} paje[as aq 01 swordwAs

119Y3 Joy bunok 001, aq 01 1ybnoyy a1am A3y aduis

pouad 3|qeiapIsuod e oy paioubl aidm uswom syybiybiy -
pasoubelp buiaq uo 1edwi sy pue abe — Aulenadun p

'speay J1ay) ul udaq aney ybiw Buiyifians buiesy jo ulod asnedouaw jo 1dadse

e 0] UBWOM dwos pa| sisoubelp Jo uoneuejdxa ue uaAlb siy} bujuuidispun

Bulaqg jou pue swoldwAs jo AuiersadUN MOY SAQLISIP - SaNss| ssalppe 0}

swoydwAs jo Aoewrnba| pasaluod ayl — Awienadun ‘€ (1) pue asnedousw

« ‘paynsuod Asy3 6€-61 :10d Jo sisoubelp jo aby ainjewsaud

N sjeuoissajoid yjeay ay1 pue saaRswayl Aq swoidwAs jo sisjeue cnjeway] :siskjeue eleq URIpP[IYD peY %G L€ ualp|iYyd Jo sisoubelp

I uorielaidiaiul buunp paduspadxs uswom Auienadun ayy SMIIAJIUI paLew %79 :smeis diysuone@y e buiuieb jo ssadoud

m $9qLIISIP - S|euolssajoid yijeay jo uondeas — Awlenadun g 9DB}-03-3384 :UOI1II||0d eleQ paquIsap JON :uolednp3 9yl Ul pPaJauNodUd
s ‘paduaiadxa swoldwAs |edisAydayy jo ssauanben e|paw uelsy | =u (s1eah oy 19pun) 000°L =X
o S9WIIBWOS pue 3injeu dYdads-uou 3y} saquISIP - |eJ0| BIA SJUSWSIHIAAPE d139)/uoxes-obuy aUYM FE=u USWOM ueljeIISNY 02/8L =40
Z pasuanadxa swoydwAs Jo ainjeu dypdads-uou — Auteuadun *L pue sdwlp [eudsoy ybnosyy HSTRIVITE| BunoA sannouyjip ejjessny

o) Hurjdwes anisoding :Juswiniday uaAlb jou :3by 10} suoneue|dxa (8007) AepijleH

o S9WaY} Jno4 dA1eYeND :ubisag GE=N ?9|qissod (1) suiwexa o] pue uolybnog
Wn sbuipui4 poyd|y pue ubisaq syuedpinied swiy () 341028
T eddey /(40) buney

Ayjenp /uonedo
/31eQ /sioyiny

© ‘panunuo) | s|qeL




PSYCHOLOGY & HEALTH (&) 7

(panunuod)

'suoliedIpaly |edibojodeweyd |euowloy-uoN (q
(Adesay
auowloH |esnedoualy buiobaio4 ‘Adeisy] suowioH
|esnedoua|y buiddoys ‘Adesay] sauowuoH |esnedous|y
Buinuppuo) pue buneys) Adesay) sauowoy asnedousyy (e
[SaWaYIgNs
10d/W3 40} 1uSW3eal} JO S9DUIIAXD SUSWOM SIQLIDSIP -
£oed)3 pue “ys1y ‘souowloH :Juswieas] bunebirey ‘g

'sieaf -G
:l0d jo sisoubelp jo aby

usIpiy> pey %es

pue ‘sanl|iqeqoid ‘sanuleld) :|0d/WT Padnpul Ajledipay (q uaipiiyd
‘skemyieq *9]bUIS 9%QE SUOISUSWIP |EUOIIOWS 000°L =X
pue syusawoypy, disoubelq :|0d/W3 snosuejuods (e siskleue cnjeway] :siskjeue eyeq paJauyied 90/ pue ‘|epos ‘jesipaw 0z/81L =40
SawaYIgns SMIIAIRIUL :snjeys diysuonejay sy buissedwodua |0d
sisoubelp e aA19231 01 ybnoiyy 928}-03-3384 :UOIIII||0d ele( umouun :uofes>np3 /W3 Jo sadusuadxe eljessny
ob uawom ssadxoid ayy saqudsap sisoubeiq, bunebiney | sl [eudsoy ybnosyy umouun :A3dIUYl3 PaAI| SUsWOM (0Z07) >1nouey 0y
Buiidwes aaisoding :usawinIddy 16-8¢ :9by Jo buipueisiapun pue 304
:S9WAY} OM] aAneyenp :ubisag 0€=N aseasnul o] ‘ejeely-UOISUyor
‘Wd Yyum Buidod wial-19buoj
01 ybnoiyy swordwAs J19y) aziwinba| o3 1sanb Jiay3 duaiadxa ayy
buunp Ajpuo| |99 uswom 1eyy sybiybly - auoje buld4 ¥ paJale \d Jo asned
"USWOM 9yl JI duwAAP
uo pey JYH 12943 3y} saquISIP - 2w buluiebal, - Juswieal] ‘¢ 0} pue Snews|qosd
'sasuodsal 119y} Jo panoid uewom
abues ay1 Jo swd) ul uswom uo pey sisoubelp ayy buirey sisfjeue dijewsay] :sisjeue eleq  Ob-LE :|Od Jo sisoubelp jo aby  |esnedousw JabunoA
1edwl 3y} saquIsSap dw buisool, - sisoubelp jo pedwi ay] g 'sysod pieoq abessaw UIP|IYD peY %EY :uIp|Iyd e bulaqg jo spadse 0€9" =)
‘buisnjuod pue JO sisAleuy :U011I3||0d IR PALURW %ES :Sniels diysuone|ay Yd1ym ysijqeisa o} 02/L1 =4O
‘bunyensniy ‘Ayibus| e aq 03 swaas sisoubelp buiwyuod ‘INd Passndsip 1eyy pieoq umouun :uoflednp3  pue (Nd) asnedousw
J0 ssad04d 1ey) saquIsap - swoldwAs ay1 buisiwinba ‘L abessow e woyy sysod jo umouun :A1PIUYI3 ainjewsaud ejjesisny
Hurjdwes anisoding :Juswiniday uaAlb jou :3by Jo duaLRdx3d (6007) uolybnog
S9WaY} Jno4 dA1eYeND :ubisag 86=N 9y} aJo|dxa o] pue AepijieH
sbuipui4 poyd|y pue ubisaq syuedpinied swiy () 341028

eddey /(40) buney
Ayjenp /uonedo

/31eq /sloyiny

‘panunuo) ‘| s|qeL



4
<
N
9]
[
<
=
=
o
=z
<
o
4
Q
=
=
<
T

(panunuod)

diysuole|as |eyew ayl ‘9

uoIsNyuod [euOoISSa0id PIAIIDY 'S

Aupiagur yum buiesq

PIOA [epos ¥ "¢

Buiabe jo asuas pardnisip v ¢

asnedousw ainjewsald jo sisoubelp e 0} suolde3s el ‘|

1UWOM 0}
dydads sisayl ayy Jo siadeyd JUIBYIP WOl PaYI| SIWIY} XIS

‘sdiysuonefas £33 ulyum pue
Ajjeuosiad pajnasun siow wayl bupjew |0d/W3 jo s1oedwi
9y} uaAIb padualadxs uswom (uoneubisal 4o ‘adusjeAlquie
‘uollelsniy ‘ssansip [euoinows punojoid) suoiows
Jo abues ayy sybiybiy - adusjealque pue uondnisiqg ‘€
"l0d/W3 419y 1dadde o3 ybnouyy ob
uswom ssadoid ayy s1ybiybiy - uoneidepe pue uondnisiq ‘g
‘Apueoyiubis
pabueyd pey Jjas Jo asuas 4o sdiysuoneas Jayl
1ey3 1194 Jo uondnusip [eaiydesboiq e se [0d/W3 SA1924ed
JOU pIp USWOM 3WOS S3CLIISIP - ALNUIUOD pue apnjau| *|

REEINIELI]

'siskjeue [ed1bojouawouayd
dAIeIdIdIRIY| SISAjeue eleq
SM3IAJRIUI duoyda|al

pue asej-0)-a9de4 :Uol1d3||0d eleq

$91ISOM pUE ‘SI9NJ|SMAU

‘sapyieyd ‘siadedsmau |ed0|
BIA SJUBWISILIBAPY JUSWHNIIDY
dA1eYeND :ubisag

sisAjeue dijewsay] :siskjeue eleq
SM3IAIIUI

90eJ-0]-9DB4 :UO[123]|0D EleQ
sojuyd |endsoy ybnoayy

Buidwes aaisoding :3uswlINIdRY

dA1eYeND :ubisag

'sieak 0p-81
:l0d o sisoubeip jo abuei-aby
uaIp|iy> pey %68
:usipiiyd
patiew %001
:snjeys diysuoneay

umouun :uofes>np3 000°L=>
umouun :A3dIUYl3 siauped 02/0Z =40
05-0¢ :9by 113y} pue usawom
(sajdnod g) 10} |\ Jo @duanadxa eljensny
spueqsny g| + uswom gL =N 2y} a1ebiisanul o) (Z102) A3ppp07
sieaf -G

:l0d jo sisoubelp jo aby
ualpjiyd> pey | =u uaipjiydy
3|buls 9%z¢

paJaunied 9489

:snjels diysuone|ay
K1epuodas 98
Klepuodas-1sod 976
:uoieonp3

paiels 10N - Z=u

ueadoing WBYUON -L=U 000°L =X
HoeW -L=U 0¢/8L =4O
uewan/asanbniiod/uelel| - =u
ueljesISNY-93ID - [ =U eljessny
IsauIYd- L=u SaNIAIR(gNS
ysi| /ueipeue) jesnedousaw £[iea (0202)

/Usilig /ueljeiisny - gL =U JO UOIJEWIOJ 3Y} YUM  JUDUIA pue 3jfog

:fAaduyyg  sdiysuoriejas jeuosiad 9paal ‘“AMNdIH
16-87 9by JO JUBWIYSaWUd S1noueyoy ‘al0|4
SZ=N 9y} dujwexa o] ‘eleely-uoisuyor

sbuipuiy

poyd|y pue ubisaq

syuedpinied swiy () 341028
eddey /(40) buney
Ayjenp /uonedo

/31eq /sloyiny

‘panunuo) ‘| s|qeL



PSYCHOLOGY & HEALTH 9

(panunuod)

'SUOIJeSUDS ddUI|eAIqWe Y] (O

‘Aungelsur ewe (q

‘3)1] |elew d|qeisun (e

:saui0baredqng

diysuone|al

Jenxas s2]dnod ay1 uo 1233 aAanebau e pey |0d

‘uswom 1sow Joj eyl saybrybiy - ay1) |enxas ul dueqanisig

‘poddns Bupass (p

‘Asnojeaf snofpsuodun (>
‘foeand bBuiney (q

uolje|os| |epos (e
:saui0baredqns

S9AI| SUSWOoM Jo s1dadse |e1dos

3y} pardnisip [0d Moy $3qLDS3p - 31| [e1os jo uondnisig

‘bueaqpl|iyd Jo uold3IdS 3y} ul uoneybe (>
‘uol}oeal poow (q

‘uondeal Awixue (e

:saui0baredqns

suoloeal

jea1bojoydAsd yum pajuedwodde sem sjuedidiyied oy

10d jo @ueydadre eyl syybiybly - uonelbe [edibojoydAsy ‘g

Buibe Ajies jo subis (p

‘Knnasgul (0

‘swoldwAs jesnedousw jo sdusbiow] (q
uolenssuaw Jejnbau| (e

:saui0baredqns

yy|eay aininy JIdY1 UO S|9A3| duowoy ul sabueyd
puUe UOIDUN) UBLIEAO P3SERIDSP JO S1D03Y43 9yl 1noge

swIadu0d sybIybiy - yieay suswom jo Juswiabuepus ‘|

:SowLyl Ino4q

sisAjeue 1ua1uo) :siskjeue eleq
SM3IAIIUI

90eJ-0]-9DB4 :UO[123]|0D EleQ
sojuyd |endsoy ybnoayy

Buidwes aaisoding :3uswlINIdRY

dA1eYeND :ubisag

AMSIBAIUN 96 /€ uoizedINP3

sieak op-€1
:l0d jo sisoubeip jo abuei-aby

UIp|IY> pey %Sz LE ualp|iydy

patJew
%001 :sniels diysuonefsy (HYS)
paieonpa y3jeay aAndnpoidal 000°L =X
pue |enxas 0z/8L =40
umouxun :AIDIUYIT  JO |Od YIM USWOM uel|
9p-/7 by Jo aduaadxa pue (L20T)

9L =N uondadad a1ebisarul o ‘|e 19 yeyynow

sbuipuiy

poyd|y pue ubisaq

swiy () 1005
eddey /(40) buney

Ayjenp /uonedo

/31eQ /sioyiny

‘panunuo) ‘| s|qeL



4
<
N
9]
oc
<
=
=
o
=
<
o
4
Q
=
=
<
T

Jepos-oydAsd (q

|edipaw (e

sawLyIqns

wsay1 uo pey \d

edwi [edibojoydAsd ayy pue ‘paniadals aney Asyy oddns

jesipaw Jd seduauadxa syuedpied saqudsap - uoddng 7

buibe ainjewsid (3

‘Anasy (p

‘flurensadun (2

‘sisoubelp (q

‘uoijewojul (e

[SaWaYIgNs

Huibe ainjewsaid paniadiad

pue sasso| ainjewsalid 119yl pue |\d JO asned 3yl inoge
Ayurensdun jo sbuijasy 419y} ‘sisoubelp pue uolewloyul

BulAIDI3I JO SDUBSAXD SUSWOM SBQLIISAP - dUdLAXT °|

'SSWAYY om|

‘I4H Se yans uonedipaw bupjey pue uswom uj buibe

aInjewald punole uladUOd - "pjo 0s 3q 0} bunoA 00} w,| ¢

RICIT)
juedyiubis 419yl woiy sasuodsal Jo A191IeA e ul paynsal pue
x3|dwod sem sisoubelp ayy buipiebas s19ylo ul apyuod 01
UOISIDAP SY1 “dlleWiNeI] 3UIM {Qd JO suonedyiwel 3yl yum
Huijesap pue 1noge 1no Huipuy USWOM 0} 1Y) SAQLISIP -
311434 31y WOYM JO SO ‘SI9YI0 YUM PHOM B Ul 315IXT |
"yieap e

se sisoubelp ay1 bupuaadxa paqudsap uswom syybiybiy -

(e3ep 9AnEYU[END)
siskleue cnjewsay] :siskjeue eyeq
S3IIRUUONISIND :UOI123]|0D BleQ
S1ISAIM ‘SIIIEYD ‘RIpaW
|EJ0] Ul SJUSWIASIIISAPE
‘so1uld [endsoy ybnoayy
Buidwes aaisoding :uswiniday
ubisap
dnoib a)buls poylaw-paxiw
|euo13D3s-sso1) :ubisag

(8£61 "1zz1e|0D) Sainpadoid
s,|zzizejo) buisn siskjeue

pawealq | 24nIn4 3y} JO yieaq ayy 4oy Buisun wy | *z [ed1bojouswouayd isiskjeue eyeq

*JOd Jo sisoubelp e 03 pa| Ajjenjuand

SM3IAJSLUI

's1eaf Op-€ 1
:l0d o sisoubeip jo abuei-aby
ualp[iyd pey %s/'gl
ualpiiyd
paulew
%001 :sniels diysuone|ay
paieonpa
ANIsIanIUN 9%S°L€ :uonedanpl
umouun :A1dIUYIg
19-61 :9by
9L=N

umouyun
:l0d o sisoubeip jo abuei-aby
uaIpiiy> pey 9%0s
ualpiiys

padionlp

L =u ‘3|buis z=u ‘paulew
¢ =u :snejs diysuoneay
umouyun :uones>np3j

Buiaqg|iam

|ed16ojoydAsd

uo 1edwi

pue sa>uanbasuod

wJ9)-buo|

paA1a2aad ‘suisdu0d

ulew ‘paniadal

jusawieal] ‘asned Jo

uondadiad ‘sisoubelp

J0 ddudLRdXd
suawom a3eblsanul o]

0£9" =
07/8L =40

(Mn) wopbury payun
(TL07) 436uIs

(40d) 2injiey ueueao

1ey3 swoldwAs ayy buipiebas sispiroid aied yyeay 90BJ-0}-3D84 :UOI1I9||0d eleQ ueduBWY uedlyy | =u  ainjewsaid diyiedolpl 000 L=

119y} woyy poddns jo yoe| paaladlad suswom saquISIp - Apnis J1abie| e woly UYM G=u yym pasoubelp 02/8L =40
Uo0sI9d e Jo pedlsu| sisoubeiq e 17 paleal] Sep | L PaNNIdAL uswopy “buldwes HSTRIVITE| ua3q aAeYy oym (¥Sn) eouawy

anIsoding :uswiINIDAY 1-G7 @by uawom jo duauadxd JO sa1e1S pauun

1SI19)SN|D> WY} Ulew Jno4 aAneyenD :ubisag 9=N PaAI Y3 aquIsap o  (L00Z) ‘|e 32 ueysiQ

sbuipui4 poyd|y pue ubisaq syuedpinied swiy () 341028

eddey /(40) buney
Ayjenp /uonedo
/31eQ /sioyiny

‘panunuo) ‘| s|qeL



PSYCHOLOGY & HEALTH 11

MM is a Chartered Psychologist, both hold a keen interest in Clinical Health Psychology
and the complex interplay between physical and mental health. At the time of the
review, JH was undertaking an elective placement within a Clinical Health Psychology
Service, with a focus on women’s health, at a public general hospital in the West
Midlands, UK. Throughout the research process we reflected on our positioning, and
any potential biases or assumptions.

Analytic review strategy

Thematic synthesis (TS) was used to integrate the findings from the studies (Thomas
& Harden, 2008). TS provides a set of established methods and techniques for the
identification and development of analytical themes in primary research data to
generate new interpretative constructs, explanations, or hypotheses that ‘go beyond’
the primary studies (Thomas & Harden, 2008). TS involves three stages of analysis:
stage 1 involves line-by-line coding of the findings of each primary study to develop
a bank of codes; stage 2 involves the development of ‘descriptive themes’; stage 3
involves the development of ‘analytical themes’ (see supplementary files 4-6 for screen-
shots and examples from each stage).

Line-by-line coding was conducted by JH, and the codebook reviewed by MM who
independently coded a randomly selected included study. The codes were compared
and discrepancies between coders were resolved by discussion. The most salient codes
were identified and aggregated into similar concepts, creating new ones when nec-
essary to create a set of descriptive themes which remained close to the original
findings of the included studies (Thomas & Harden, 2008). Analytical themes were
created by comparing each descriptive theme against the aim of this review (Thomas
& Harden, 2008). Conceptual links amongst the descriptive themes were identified by
JH using a mind-mapping approach to develop an initial analytical framework. To
ensure that the themes captured the relevant issues and encourage a more reflexive
analysis of the data, researcher triangulation was used. MM independently reviewed
the preliminary themes. Subsequently, a discussion between JH and MM took place
during which both authors agreed on the revised themes.

Results

From the analysis, three main themes were identified: ‘What is happening to me?,
‘Who am | now?’ and ‘Who can help me?, each with associated subthemes. A summary
of each paper’s contribution to the themes is shown in Table 2, and how descriptive
themes were aggregated into analytical themes are shown in Table 3. Additional
guotes are provided in supplementary file 7.

‘What is happening to me?’

This main theme describes how women tried to make sense of the symptoms they
were experiencing prior to receiving a diagnosis of POI, the emotional response to
receiving a diagnosis and how they tried to make sense of this. Two subthemes are
discussed: Making sense of the symptoms and Making sense of the diagnosis.
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Table 3. Summary of analytical themes and sub-themes with corresponding descriptive themes
used to construct each analytical theme.

What is happening to me? Who am | now? Who can help me?
Trying to make sense of the To myself Personal
symptoms.
Challenges experiences getting a diagnosis Body image and attractiveness  Support from friends and family
Symptoms of POl experienced by women  Changes to identity Other people’s responses to POI
diagnosis

Emotional response to fertility
issues

Trying to make sense of the Diagnosis changes you Professional
diagnosis. Impact of POl on fertility
Coping with the diagnosis Long-term impact of POl on Accessing support from
health professionals or support groups
Emotional response to the diagnosis Women's experiences with their
To others HCF.'
Accessing treatment e.g. hormonal/
HRT

Disclosing diagnosis of POI

Impact on personal relationships

Impact on sex and sexuality

Unable to meet societal
expectations or norms for
women

Making sense of the symptoms

Physical symptoms ranged from irregular menstrual cycles, hot flushes, and tiredness
to the cognitive or emotional symptoms such as mood swings or changes to their
memory. Symptoms could be disruptive and affect day to day life with some women
describing it as ‘hell’ (Boughton & Halliday, 2008, p. 568) and feeling like ‘a werewolf
with Alzheimer’s in a full moon! (Boughton & Halliday, 2008, p. 568). However, some
women were not able to describe their symptoms, and vagueness to their symptoms
could add to the confusion and uncertainty about what they were experiencing
(Boughton, 2002; Boughton & Halliday, 2008).

Four studies (Boughton & Halliday, 2008; Halliday & Boughton, 2009; Johnston-Ataata,
Flore, Kokanovi¢ et al., 2020; Lockley, 2012) discussed how women tried to make
sense of these symptoms and what was happening to them, by drawing on their
own knowledge to try and find an explanation. Some women considered the role of
stress and life stressors as a possible cause to their menstrual irregularities (Boughton
& Halliday, 2008; Johnston-Ataata, Flore, Kokanovi¢ et al., 2020; Lockley, 2012). For
some, the possibility of pregnancy seemed to fit with the irregular menstrual symp-
toms (Boughton & Halliday, 2008).

Three studies (Boughton & Halliday, 2008; Halliday & Boughton, 2009; Lockley, 2012)
discussed how women did not consider the menopause due to their age as they
were ‘just too young’ (Halliday & Boughton, 2009, p. 19) and ‘had associated it with
an older age group’ (Lockley, 2012, pp. 75-76). In some cases, women put the causes
of their symptoms to other health conditions, such as cancer (Lockley, 2012).

Making sense of the diagnosis

All studies described the emotional responses to the diagnosis and how women tried
to make sense of their diagnosis. The diagnosis was described as a devastating
(Halliday & Boughton, 2009; Lockley, 2012) and a traumatic experience (Boughton &
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Halliday, 2008; Lockley, 2012; Orshan et al., 2001; Singer, 2012). Receiving the diagnosis
caused distress, with women expressing feelings of ‘loss, grief, depression’ (Orshan
et al., 2001, p. 205). Some women also contemplated suicide due to the diagnosis,
although this was only identified in one study (Orshan et al., 2001).

The diagnosis of POl could be confusing for women, as they did not associate
their age with the menopause (Johnston-Ataata, Flore, Kokanovi¢ et al., 2020; Lockley,
2012). Some women also expressed denial (Johnston-Ataata, Flore, Kokanovi¢ et al,,
2020). However, for others, a diagnosis provided a sense of relief, as they could now
begin ‘piecing together’ the symptoms (Lockley, 2012, p. 75). For women who could
not describe what they were experiencing, a diagnosis could prove that their symp-
toms were ‘not all in my head’ (Lockley, 2012, p. 84) and that ‘they were not going
mad’ (Halliday & Boughton, 2009, p. 19).

Some women attempted to make sense of their diagnosis by reflecting on early
lifestyle choices. For example, Karen wondered ‘Was it because | smoked a few years
ago? Was it because my mother smoked when she was pregnant?’ (Lockley, 2012, p. 83).
Another woman thought POl was due to ‘[her] erratic use of the contraception pill or
excessive alcohol use’ (Singer, 2012, p. 103). In other cases, women considered the role
of significant events or traumas in their lives as the cause of POI that included bereave-
ment or childhood sexual abuse (Singer, 2012). For many women, the cause of POI
remained unknown which often ‘impeded their adjustment’ to POI (Singer, 2012, p. 103).

For some women, POl was expected due to procedures such as chemotherapy
and/or radiation (Boughton, 2002; Halliday & Boughton, 2009; Johnston-Ataata, Flore
& Kokanovié¢, 2020; Johnston-Ataata, Flore, Kokanovi¢ et al.,, 2020; Moukhah et al.,,
2021; Singer, 2012). Women in this situation therefore ‘had a bit of time to deal with
it" (Johnston-Ataata, Flore & Kokanovi¢, 2020, p. 251), though the emotional response
to this was still of distress. However, in some cases, women who underwent medical
treatment were not informed that it would lead to POl (Johnston-Ataata, Flore,
Kokanovi¢ et al., 2020).

Women trying to make sense of and understand their diagnosis, found information
tailored to older women going through a NM and many were left unsure about its rel-
evance to them (Lockley, 2012, p. 82). It could also be difficult to understand what was
happening to them when women often ‘had no knowledge of anyone who had had the
same diagnosis’ (Halliday & Boughton, 2009, p. 21) and women they knew going through
the menopause were older than them. Thus, trying to make sense of the diagnosis could
be an isolating, lonely, and confusing experience (Halliday & Boughton, 2009).

‘Who am | now?’

This main theme highlights how POl changed a woman’s perceived sense of self and
her identity, including how they thought others and society perceived them. Within
this theme, two subthemes are discussed: To myself and To others.

To myself
All studies described how a woman’s perceived sense of self and identity changed
following diagnosis of POI. Perceptions about the menopause had been influenced
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by observations of mothers or older female family members and was associated as
‘something that happened to older women’ (Lockley, 2012, p. 76). Seven studies
(Boughton & Halliday, 2008; Halliday & Boughton, 2009; Johnston-Ataata, Flore,
Kokanovi¢ et al., 2020; Lockley, 2012; Moukhah et al., 2021; Orshan et al., 2001; Singer,
2012) referred to POl making women feel older than they were, and there was an
incongruence felt between a woman’s chronological age and her biological age which
could be hard to make sense of (Boughton, 2002; Moukhah et al., 2021).

Femininity and appearance were important, and women were concerned with
premature aging and the impact POl was having on their body, appearance, and
attractiveness (Lockley, 2012; Orshan et al.,, 2001).These changes ‘posed a threat to
their identity as a “young” woman’ (Lockley, 2012, p. 89) and made their body feel
older. Women described that they ‘had become heavier’ (Golezar et al., 2020, p. 4),
were experiencing hair loss (Boughton, 2002; Lockley, 2012) and changes to their
skin, such as wrinkling or dryness (Lockley, 2012), leaving some women feeling aged
(Golezar et al., 2020), and ‘no longer beautiful’ (Moukhah et al., 2021; p. 5).

Where fertility was a significant feature of a woman'’s identity and her femininity,
there could be a painful shift away from their desired identity of becoming a mother,
to grieving for a family that they may never have (Boughton, 2002; Boughton &
Halliday, 2008; Golezar et al., 2020; Halliday & Boughton, 2009; Johnston-Ataata, Flore,
Kokanovic¢ et al., 2020; Moukhah et al,, 2021; Orshan et al., 2001; Singer, 2012). This
could affect a woman'’s mental wellbeing and the loss of fertility could make women
feel inferior, leading them to compare themselves against ‘normal’ women (Golezar
et al., 2020)

There was a sense of loss and a need to redefine or reconstruct their pathway in
life and to ‘find another sort of identity, not being a mother’ (Boughton, 2002, p. 429)
which was experienced by women with spontaneous or Ml POI. And yet this adjust-
ment could be difficult and fraught with emotion (Boughton, 2002). For women who
already had children, it was confirmation that a certain period of her life had ended
prematurely, and similarly associated with grief, pain, and difficulty in accepting this
change and their womanhood ending (Boughton, 2002, p. 429).

To others
All but two studies (Boughton & Halliday, 2008; Johnston-Ataata, Flore, Kokanovic¢
et al., 2020) considered how women felt they were perceived by others. Boughton
(2002) highlighted the negative labels that society placed on menopausal women,
such as being ‘the grandmotherly type’ or being ‘older; ‘obsolete] ‘sexually unattractive’
and ‘unproductive’ Consequently, women with POl were acutely aware of being
labelled similarly (Boughton, 2002). This therefore influenced whether they disclosed
their diagnosis to others (Orshan et al, 2001) and additionally some women were
concerned about their ‘menopausal status’ being disclosed (Boughton & Halliday, 2008,
p. 427). Women hid the diagnosis due to fear of stigma, shame and how society
viewed menopausal women (Boughton, 2002; Golezar et al.,, 2020; Lockley, 2012;
Moukhah et al., 2021; Singer, 2012).

The decision to hide the diagnosis from others could also be influenced by cultural
factors (Golezar et al., 2020; Singer, 2012) possibly for fear of shame or the impact
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of POl on one’s reputation in their community, particularly where the maternal role
and childbearing is important to a woman'’s identity, and her standing within her
family’s culture and that of wider society; ‘For the first 10years as a young Indian girl
| was told not to tell: ‘If anyone in the community found out it would not be good'
| just wanted to be a normal teenager’ (Singer, 2012, p. 104).

Four studies highlighted the perceived value society places fertility upon a woman's
femininity and her role within society (Boughton & Halliday, 2008; Johnston-Ataata,
Flore & Kokanovi¢, 2020; Johnston-Ataata, Flore, Kokanovi¢ et al., 2020; Orshan et al.,
2001; Singer, 2012). Some women reported being concerned about how POI could
be perceived by current or prospective partners where fertility was concerned (Golezar
et al., 2020; Singer, 2012). In some cases, women did not feel able to disclose that
they had POI to their current partners, particularly if starting a family had been part
of their intended future (Singer, 2012). Disclosing fertility difficulties due to POI could
also be detrimental in pursuing future relationships, particularly if prospective partners
placed an importance on having children. It seemed that a woman'’s value could be
heavily determined by her ability to have children (Moukhah et al., 2021).

Women could find themselves in ‘no woman’s land’ (Lockley, 2012, p. 96) following
diagnosis as they tried to navigate which social group of women they belonged to,
how these different groups would perceive them, and which group would accept
them. For example, women with POI sought out older women going through the
menopause when it came to seeking support over symptoms such as hot flushes
(Johnston-Ataata, Flore & Kokanovi¢, 2020; Johnston-Ataata, Flore, Kokanovi¢ et al.,
2020; Lockley, 2012). However, in some cases, older menopausal women did not
perceive women with POI as their equals when it came to the menopause experience,
leaving women with POI feeling rejected (Lockley, 2012). It also became difficult to
relate to other women their own age and feel part of that social group (Lockley, 2012).

‘Who can help me?’

This main theme is concerned with how and from who women sought support to
help make sense of the symptoms, or to help them cope with the diagnosis. Two
subthemes are discussed: Personal and Professional.

Personal

Six studies discussed who in their personal lives women sought support from
(Boughton & Halliday, 2008; Golezar et al., 2020; Johnston-Ataata, Flore, Kokanovi¢
et al., 2020; Lockley, 2012; Moukhah et al,, 2021; Orshan et al., 2001). Overall, women
described being accepted and having support from family members and partners in
relation to POl (Johnston-Ataata, Flore, Kokanovi¢ et al., 2020; Moukhah et al., 2021;
Orshan et al., 2001). Female members of the family, for example mothers, sisters, or
aunts provided the emotional support with adjustment to POl as it was more relat-
able, compared to male relatives who provided more practical support (Johnston-Ataata,
Flore, Kokanovi¢ et al., 2020; Singer, 2012). The previous theme highlighted concerns
regarding how women felt they could be perceived by their partners. However, some
women highlighted that their partners or husbands supported them to adapt to and
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cope with POI, facilitated hope and even encouragement to persevere with the treat-
ment women received for POl (Johnston-Ataata, Flore, Kokanovi¢ et al., 2020; Lockley,
2012; Moukhah et al., 2021): 'l am most supported by my husband. If he did not help
me, | wouldn’t be able to control the situation and control myself. He encourages
me to continue my treatment’ (Moukhah et al., 2021, p. 6).

Family members did not always know how to support women with POI as ‘they
didn't really know how to go about it’ (Orshan et al., 2001, p. 206) or did not necessarily
understand the impact POl had on them (Johnston-Ataata, Flore, Kokanovi¢ et al., 2020).
Women struggled to access support from friends as they either did not understand the
impact of POI or did not have other friends diagnosed with it (Johnston-Ataata, Flore,
Kokanovi¢ et al., 2020; Lockley, 2012). One woman reported that friends expressed a
‘lack of interest in her experience of POI' (Johnston-Ataata, Flore, Kokanovi¢ et al., 2020,
p. 18). Additionally, not all women perceived the support of friends and/or family as
particularly helpful, especially when sharing feelings about the symptoms and infertility
with people who were not experiencing the same struggles (Orshan et al., 2001).

Professional

All but one study (Boughton, 2002) considered the professional support women sought
for POI. Support from HCPs was mixed, with women reporting negative experiences
pre-and post-diagnosis of POl (Boughton & Halliday, 2008; Johnston-Ataata, Flore, &
Kokanovi¢, 2020; Lockley, 2012; Moukhah et al., 2021; Orshan et al., 2001; Singer,
2012), with some women reporting feeling let down and not being supported by
HCPs when they sought help. Women were left feeling delegitimised as they described
having their symptoms dismissed by their clinician (Boughton & Halliday, 2008; Halliday
& Boughton, 2009; Orshan et al,, 2001), with ‘many women being told they were just
too young for menopause’ (Boughton & Halliday, 2008, p. 570) leaving them ‘with a
sense that they were “going insane™ (Boughton & Halliday, 2008, p. 570) .

A lack of compassion from their HCPs in the delivery of their diagnosis was voiced
by women in six studies (Boughton & Halliday, 2008; Johnston-Ataata, Flore &
Kokanovi¢, 2020; Lockley, 2012; Moukhah et al., 2021; Orshan et al., 2001; Singer,
2012). Some women reported being made to ‘feel like a diagnosis’ (Singer, 2012, p.
205) or having their diagnosis delivered in an insensitive manner; ‘Donna vividly recalls
the gynaecologist saying, “I'm 95% sure it is menopause and you have as much chance
of having another baby as winning Saturday night Tattslotto” (Boughton & Halliday,
2008, p. 569). Positive interactions with HCPs, such as delivering the diagnosis sensi-
tively, giving women the opportunity to ask questions, giving sufficient information
and offering a follow-up appointment were only identified in two studies
(Johnston-Ataata, Flore, & Kokanovi¢, 2020; Singer, 2012).

Women felt that HCPs lacked knowledge about POl and the treatments available,
such as hormone replacement therapy (HRT) (Halliday & Boughton, 2009). However,
if there was a family history of breast cancer, or previous diagnosis of cancer, or Ml
POI due to chemotherapy, the treatment options were limited (Johnston-Ataata, Flore,
Kokanovi¢, et al. 2020). Many women expressed dissatisfaction about the information
they were given to support them to make an informed decision regarding treatment,
or sometimes being given their medication and sent away with no further information
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and having to conduct their own research (Singer, 2012). Medication, however, was
helpful for some women as it put things ‘back into alignment’ (Lockley, 2012, p. 92)
and helped with the physical symptoms of POI.

The need to access psychological support was highlighted in three studies
(Johnston-Ataata, Flore, Kokanovi¢, et al. 2020; Orshan et al., 2001; Singer, 2012).
Women described feelings of grief for the ‘woman [one] might have been, the loss
of the children [one] would have had’ (Singer, 2012, p. 105). Psychological support
was not always considered or offered by HCPs, was not always available or affordable,
or was not tailored towards POI, limiting the scope of psychological support for
women (Singer, 2012). Women who were able to access psychological support were
sometimes dissatisfied and felt that it was not tailored to the emotional impact of
POI (Singer, 2012).

Support groups allowed women to connect with other ‘fellows in fate
(Johnston-Ataata, Flore, Kokanovi¢ et al., 2020, p. 10) and many women described
searching for such groups (Johnston-Ataata, Flore, Kokanovi¢, et al. 2020; Singer, 2012).
Support groups allowed women to confide in others, gain validation of their experi-
ences and obtain practical information from other women diagnosed with POI.
However, POI support groups could be difficult to come by, with women having to
look elsewhere for support (Johnston-Ataata, Flore, Kokanovi¢ et al., 2020).

7

Discussion

This review addressed the question, ‘What are the experiences of women diagnosed
with POI?. Thematic synthesis identified three main themes.

‘What is happening to me?’

Women experienced a range of physical and emotional symptoms, such as hot flushes
and irregular menstrual cycles, and changes to memory and mood which are consis-
tent with existing literature (Li et al., 2020; McDonald et al., 2022). However, this
review provides further context into the ways women sought to make sense of what
was happening to them (such as using their own knowledge or reflecting on previous
life choices) that were not explored in existing SRs (Li et al, 2020; McDonald
et al., 2022).

Women expressed feelings of loss, grief, distress, and depression following diagnosis
particularly in the context of lost fertility. The emotional responses are like those
reported by Li et al. (2020). However, this view goes further to explore why women
were experiencing these emotions and adding further context not discussed by the
authors. McDonald et al. (2022) referred to emotional responses, however, no further
descriptions of these were given.

Women reaching the age for NM, can make the link between the physical symp-
toms and changes they are experiencing to the menopause as it is often expected
and perceived as a normal part of ageing (Ballard et al., 2001). However, in this review,
women diagnosed with POl could not necessarily make that connection as they
perceived themselves as too young to be menopausal. An exception to this were
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women who had MI POI and were forewarned that this would be a consequence of
the treatment (Johnston-Ataata, Flore, & Kokanovi¢, 2020). This review extends our
understanding of the different ways women tried to make sense of POI, particularly
when there is no known cause and when menopause is not a consideration due to age.

‘Who am | now?’

Menopause was associated with being older, and women with POI found it difficult
to comprehend going through the menopause at a younger age, findings that were
not highlighted in existing POI SRs (Li et al., 2020; McDonald et al., 2022) and contrast
with existing menopause literature, where women going through NM report being
expectant of this (Ballard et al., 2009; Hoga et al., 2015; llankoon et al., 2021). Women
also described the physical changes to their body due to POI, and the impact upon
a woman’s confidence in her appearance. These findings are similar to McDonald
et al. (2022) who made reference to a changing body image, such as feeling older,
and less confident or feminine. However, the incongruence between biological and
chronological age were also not discussed by the authors.

This review further highlighted how fertility was perceived as a significant feature
of a woman’s identity and role within society, and fertility difficulties could cause a
shift away from the often-desired identity of becoming a mother. Women described
a loss of this identity and feeling inferior compared to other women. They also
described the additional impact of POI related fertility difficulties on current or pro-
spective relationships, and how women may be perceived by prospective partners
and/or wider society. These were not findings discussed by Li et al. (2020) and
McDonald et al. (2022). Existing research has found that menopause can be negatively
experienced in cultures or communities in which fertility status is highly valued and
thus its loss and therefore childbearing ability can significantly affect a woman's
identity (Khademi & Cooke, 2003). This review further adds to this understanding of
the importance of fertility status and the perception of POI across different cultures,
by including studies conducted in both Western and Middle Eastern countries.

Existing research on NM have identified the narrative of women becoming part of
a social group when they start to go through the menopause (Edwards et al., 2021).
However, in this review, women struggled to define which social group there were
part of, which has not been discussed in existing reviews (Li et al.,, 2020; McDonald
et al, 2022). The current review broadens our understanding of how women with
POI perceive themselves and their identity following diagnosis with POI, and how
society and others may also perceive them.

‘Who can help me?’

Family and partners/husbands provided support to women as they came to terms
with the diagnosis and this finding supports the importance of familial support doc-
umented in menopause literature, though this was limited to NM (Wong et al., 2018;
Yazdkhasti et al., 2015). Women also discussed difficulties accessing support from
people close to them, especially if they did not understand the ramifications of POI,
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which is consistent with existing literature where menopausal women encountered
negative familial interactions, though again this was limited to NM (Dillaway, 2008).

Women described negative interactions with HCPs both pre and post diagnosis of
POI. Such interactions are consistent in both POl and NM literature, with women
describing dissatisfaction, feeling dismissed by their clinician and perceiving them to
be lacking in knowledge of POI and treatment options (de Salis et al., 2018; Groff
et al., 2005; McDonald et al., 2022). Existing literature has identified that when women
have POI, HCPs do not often have a discussion with them regarding a plan of man-
agement for the emotional and mental health aspects of POI, and few are referred
to sources of emotional support such as a psychologist or support group (Groff et al.,
2005; Mohamad Ishak et al., 2021). This is consistent with the findings of the current
review. In lieu of psychological support, women expressed seeking out others with
POI for support. Previous NM literature have highlighted the importance of meno-
pausal peers, and the role these peers can play in providing information and sharing
experiences (Hoga et al., 2015; Refaei et al., 2022). Interestingly, the importance of
such support was not identified in existing POl reviews (Li et al., 2020; McDonald
et al., 2022), and the current review furthers our understanding of the importance
of both psychological and social support for women diagnosed with POI.

Limitations

While the participants of included studies were all women diagnosed with POI, six
studies included women with Ml POl and women with spontaneous POI, and these
may have introduced some differences in experiences (Boughton, 2002; Halliday &
Boughton, 2009; Johnston-Ataata, Flore & Kokanovi¢, 2020; Johnston-Ataata, Flore,
Kokanovi¢ et al., 2020; Moukhah et al., 2021; Singer, 2012). For example, having more
time to come to terms with their diagnosis as they were expecting this from the
treatment. There may have been differing impacts of POl between women with Ml
and spontaneous POI that was not apparent in the findings, but the possibility should
be considered.

The data analysed is largely limited to studies conducted in Australia (k=6), there-
fore it is uncertain whether the current findings are transferable to other countries.
Furthermore, all but two studies (Golezar et al.,, 2020; Moukhah et al., 2021) in this
review were conducted in Westernised countries, with the remaining two conducted
in Iran. Thus, caution should be exercised when interpreting the findings of this review
which are weighted towards Western perspectives and may not be transferable to
other countries.

Clinical implications

Whilst clinical practice guidelines have highlighted the need for women with POI to
receive psychological support (National Institute for Health and Care Excellence, 2015;
Webber et al., 2016), studies have shown that psychological support as part of the
multidisciplinary care for POl can be lacking (Davis et al., 2010; Kanj et al., 2018). The
psychological and emotional support needs around POI are of significant importance,
and yet under-estimated or not considered by HCPs (Sterling & Nelson, 2011). This
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may be due to HCPs lack of awareness of and experience in POI, and what provision
of support is available (Newson & Lewis, 2018). Training should be provided to HCPs
to raise awareness of POl and the resources that are available to these women.
Additionally, further training should be provided to highlight the importance of psy-
chological support for women diagnosed with POl and giving them adequate space
and time to discuss POl-related concerns. Allowing for this space, could also provide
opportunities for clinicians to further educate women about POI, particularly when
a diagnosis is unexpected.

POI is attributed to many types of losses and change for a woman, such as her
identity and fertility, as well as physical changes to the body (Davis et al., 2010).
Such experiences could benefit from psychological support. Third-wave talking
therapies, such as Acceptance and Commitment Therapy (ACT) (Hayes et al., 2013)
and Compassion Focused Therapy (CFT) (Gilbert, 2010), may be useful therapeutic
models to support women with POI, by helping them build on the psychological
resources they possess, such as their flexibility in setting goals and their desire to
define a purpose in their life (Davis et al., 2010; Sterling & Nelson, 2011). Both ACT
and CFT have been trialled in women experiencing menopause with promising
results (Dolatabadi et al., 2019; Monfaredi et al., 2022) and thus could be considered
for POI.

POI can be an isolating experience, particularly if women do not know anyone
else living with the condition. Research has highlighted the benefits of support groups
in terms of QoL and symptom management for women who are going or have gone
through the menopause, which can improve (Sehhatie Shafaie et al., 2014; Yazdkhasti
et al, 2012). Where available, such support groups could be promoted more widely
by HCPs as an additional option for further psychological or social support for women
diagnosed with POI.

Future research

Women with POI are at increased risk of psychological distress, and yet there are a
limited number of studies evaluating the impact of psychological interventions on
the mental wellbeing of patients with POl (Rahman & Panay, 2021). Further research
examining the effectiveness of different psychological interventions, such as ACT or
CFT, is necessary to ensure that women are receiving psychological care that considers
the impact of POI.

Although the review described the processes in which women coped with POI
following a diagnosis, distress and adjustment to POl may change over time.
Longitudinal research on how women adjusted to the diagnosis could help further
our understanding of the support needed and provided to women with POI.

Finally, research should also consider accessing diverse participant samples to
improve the representation of a range of views and experiences and consider the
role factors such as culture may have in seeking support for POl and how it is
managed and perceived. Menopause literature has identified that cultural influences
affect how women perceive and manage their menopausal symptoms (Hall et al.,
2007). Therefore, cultural perceptions of POl may vary, and warrants further
investigation.
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Conclusion

This review explored women's experiences of POIl. Three main themes were identified,
suggesting that the experiences of women with POl is complex, particularly when
the diagnosis is unexpected. Finding or accessing support can be challenging both
pre-and post-diagnosis of POI, with some women experiencing negative encounters
with HCPs. The findings highlighted that women experience profound changes and
losses that they must adjust to, such as a change in fertility, body and appearance,
identity, and perceived role in society. It further highlights the importance of appro-
priate psychological and social support for women with POI.
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