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ABSTRACT
Objective To describe the lived experience of patients 
undergoing diagnosis and treatment of placenta accreta 
spectrum (PAS).
Design Qualitative study of semi- structured interviews. A 
content analysis was used to analyse interview data using 
a consistent set of codes to designate data segments 
that contain similar material. Codes were analysed and 
grouped based on thematic similarities. Thematic results 
were systematically reviewed, verified and audited to 
address trustworthiness and rigour of the data and 
analysis.
Setting A single PAS programme in Utah, USA, from 2017 
to 2020.
Participants Patients with PAS during the study period 
were eligible. Those experiencing fetal demise or 
termination were excluded. Of 25 patients contacted at 
random, 17 agreed to participate in interviews. Those 
included were predominantly non- Hispanic white, highly 
parous, with average age of 34.7 years.
Results The lived experiences of patients with PAS 
emerged across the time continuum from diagnosis, 
pregnancy, birth, to postpartum care and recovery. 
Themes common across the care continuum were: the 
emotional burden of diagnosis and management; fear 
and uncertainty related to health outcomes; and lack of 
autonomy and medical helplessness related to medical 
decision- making. Many patients experienced birth- related 
trauma, mourned the loss of future fertility and were 
dissatisfied with the lack of options for treatment for this 
serious pregnancy complication.
Conclusions Patients undergoing diagnosis and 
treatment for PAS often experienced care that conflicted 
with their goals for pregnancy and birth. Clinical care for 
PAS would benefit from interventions aiming to engage 
patients and providers in shared decision- making and 
systems designed to address the social, psychological and 
emotional needs of patients with PAS.

INTRODUCTION
Placenta accreta spectrum (PAS) is a poten-
tially life- threatening complication affecting 
1–3 per- thousand pregnancies, with up to 
10 000 cases annually in the USA.1 2 PAS is 
characterised by abnormal attachment and 

adherence of the placenta to the uterus.3 At 
the time of delivery, the placenta does not 
easily detach as it would in normal pregnan-
cies, and if forcefully removed, often results 
in massive bleeding. In severe cases of PAS, 
1%–7% of patients die.4–8

PAS is typically diagnosed in the second 
or third trimester of pregnancy. Due to 
the risk of catastrophic and unpredictable 
bleeding during pregnancy, patients should 
be closely monitored and be within a short 
driving distance of a tertiary medical centre 
that can provide emergency obstetric care. 
The standard treatment for PAS in the USA 
includes early delivery (at 34–36 weeks’ gesta-
tion) by caesarean, avoiding removal of the 
placenta and immediate hysterectomy with 
the uterus and placenta removed concur-
rently. Due to the complicated procedure, 
many patients undergo general anaesthesia 
for the entire surgery. Heavy, life- threatening 
bleeding is common during surgery, with up 
to 85% requiring blood transfusion and many 
requiring intensive care and prolonged hospi-
talisation.4–8 The immediate recovery can 
be more painful and difficult than a typical 
caesarean delivery, and bonding and breast 
feeding may be inhibited due to newborn 
prematurity and need for intensive moni-
toring after delivery. Although the immediate 

Strengths and limitations of this study

 ► One of few studies describing the lived experience 
of patients with placenta accreta spectrum, and the 
largest study of interviews in this patient group.

 ► Use of rigorous and validated qualitative methods 
in interviewing, analysis and interpretation to avoid 
investigator bias.

 ► Generalisability may be limited by a participant pop-
ulation that was relatively racially/ethnically homo-
geneous, high in parity and from a single centre.
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medical complications of PAS are well described, we are 
only now beginning to understand the longer- lasting phys-
ical health issues, emotional and psychological sequelae 
and quality of life issues common to survivors of PAS.9 10

Descriptions of the lived patient experience of PAS are 
largely absent from the medical literature. The journey 
through diagnosis, management, treatment and recovery 
may be confusing, terrifying and expensive.11 12 Because 
of the focus on the serious and immediate medical issues, 
providers may miss or underestimate the short- term and 
long- term psychological, social and emotional toll of 
PAS on patients and their families. Thus, our goal was to 
describe the lived experience of patients diagnosed with 
PAS. A better understanding of the perspective of patients 
with PAS is needed so that adequate resources and atten-
tion can be allocated to anticipating and addressing 
the needs of patients diagnosed with this complex and 
morbid pregnancy complication.

METHODS
This was a qualitative study involving interviews with 
patients in the Utah Placenta Accreta Program. All 
participants were sent a consent cover letter prior to the 
interview. Before conducting the interview, the inter-
viewer asked participants if they had any questions and 
reminded them that, by agreeing to be recorded and 
interviewed, they were providing consent to participate. 
Patients with PAS who delivered in a 3- year period (2017–
2020) at the study hospital were eligible for interview. We 
excluded patients who experienced fetal demise or preg-
nancy termination as part of their treatment, since these 
events likely alter patient experience. To achieve the 
goal of at least 15 participants, we contacted 25 eligible 
patients randomly from the study period, and 17 agreed 
to be interviewed. Χ2 and Wilcoxon rank- sum tests were 
used to evaluate differences between participants and 
non- participants. A p value of 0.05 was used to determine 
statistical significance. This manuscript followed the Stan-
dards for Reporting Qualitative Research.13

Interviews were conducted in November and December, 
2020. A member of the research team experienced in 
qualitative research (ER) conducted the interviews over 
the telephone. The semi- structured interview guide was 
developed based on review of available literature and 
input from the research team to capture experiences, 
perspectives and decision needs. Open- ended questions 
invited participants to speak about their experiences with 
PAS, including ‘Please tell me how you first found out 
you had PAS.’; ‘Can you describe what type of support 
you received for PAS?’; ‘What would have helped you the 
most during this process?’. The interviewer used non- 
directive probes to seek additional detail and description 
from the participants.14 Interviews were audio recorded 
with participant consent, and transcribed by a profes-
sional transcription service. Interviews lasted on average 
24.5 min. Dedoose V.7.0.23 software was used to analyse, 
retrieve and review all coded data.15

A qualitative content analysis was used for analysis. A 
distinguishing feature of content analytical approaches 
is the use of a consistent set of codes to designate data 
segments that contain similar material.16 Consistent 
with previous research, the codes were generated from 
the interview guide and inductively from data, based 
on careful reading of the text, consideration of context 
and alignment with research objectives.17 The coding 
template was then systematically applied to the transcripts 
(BS), with the ability to add codes that might have been 
missed with the initial development of the codebook.16 
Throughout the data analysis process, team meetings were 
conducted to review the coding and assess saturation. No 
new codes were identified after the first eight transcripts, 
but additional interviews were conducted to ensure the 
meaning and depth of experiences were captured.18 After 
coding was completed, the codes were grouped together 
based on thematic similarities. An additional researcher 
(ER) independently read the coded data for accuracy and 
to identify cross- cutting themes across the interviews.19 20

On completion of the coding, all data were queried 
by the codes and reviewed by the research team. The 
research team included two population health scientists, 
a nurse midwife and an obstetrician with expertise in 
PAS. This allowed reviewing, verifying and auditing the 
coding schema and associated data, and addressed trust-
worthiness and rigour of data during the analysis through 
methods of credibility and auditability. We followed the 
qualitative research approach of reflexivity to minimise 
the influence of our own beliefs on data analysis.21 Our 
personal beliefs, assumptions and roles were continu-
ally discussed by the team during the analysis to prevent 
premature interpretations of data and to recognise 
assumptions.22

Patient and public involvement
Patients were interview participants in this study. Patients 
and patient advocates reviewed and confirmed key find-
ings in this study to assess for validity and reproducibility. 
Patient advocates are involved in the planned dissemina-
tion of these findings via advocacy groups, forums, blogs 
and social media.

RESULTS
The 17 participants were predominately non- Hispanic 
white, with an average age of 34.7 years, an average 
number of four children and an average time of 1.9 
years since delivery and treatment for PAS (see table 1). 
All patients had antenatal diagnosis and 16 of 17 under-
went planned caesarean hysterectomy (1 conservative 
uterine- sparing management). Select clinical outcomes 
include: median surgical blood loss 2500 mL (IQR 
1500–3393), ICU admission in 2 and median hospital 
length of stay 5 days (IQR 4–5). The final histopatholog-
ical diagnosis was accreta in 6, increta in 4 and percreta 
in 7. There were no meaningful differences in race/
ethnicity, parity, antenatal diagnosis, disease severity 
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(accreta, increta, percreta) or clinical outcomes and 
management in participants who did and did not agree 
to participate.

Themes related to participants’ lived experiences with 
PAS emerged across the time continuum of (1) diagnosis, 
(2) pregnancy, (3) birth and (4) postpartum care and 
recovery. Themes were identified that were both unique 
to specific time periods, as well as those that cut across the 
continuum of care (figure 1).

Diagnosis
Three themes were identified specific to the diagnosis of 
PAS: emotional distress, difficult provider communication 
and medical helplessness. Participants described how the 
emotional distress of the diagnosis typically started with a 
feeling of ‘shock’ in being told that they had PAS. Then 
participants talked about the difficulty of accepting the 
diagnosis and emotions associated with it (‘You’re just so 
emotionally like, ‘Is this really happening?’; and ‘I was not 
in the best mind frame, and was not thinking extremely 
clearly a lotta the time, just because I was so emotional.’)

Several participants related how their shock was 
compounded by providers’ direct and serious style of 
communication. One participant explained, ‘Doctors 
were kinda blunt’. Participants stated they understood the 
need for direct communication because of the urgency 
of the situation, but it was still difficult. For all partici-
pants, the diagnosis set off a cascade of events, as this 
woman explained: ‘(The doctor said) Okay. We’re gonna 
deliver you in 2 weeks’. ‘I’m like, “What?” It happened 
fast once they finally confirmed it’. Some participants 
also mentioned that the diagnosis experience was diffi-
cult because they received conflicting information about 
management. Providers often gave unclear or conflicting 
advice on delivery timing, for example: ‘Some doctors 
saying I could make it 34 weeks, then Dr. (Name) saying 
‘no way.’ It is 32 weeks if you want to live’. Participants 
also had a difficult time with a lack of certainty about 
outcomes, as expressed in these quotes:

I think that there’s a lot of unknown with this. You 
might make it to 34 weeks. You might not. You might 
bleed. You might not. You might have to stay in the 
hospital the whole time. You might not. There was 
just so much not definitive answers that I think that’s 
really hard.

Everybody you talked to had a different answer. I will 
say that’s probably the worst part of our experience, 
and what my husband struggled with them most. 
Every doctor that would come in every day would 
have a different answer.

Finally, the lack of alternative treatment options was 
challenging for participants facing a new diagnosis of 
PAS and led patients and their partners to feel a sense 
of medical helplessness. Participants recalled conver-
sations with their providers about treatment options as 
one- way, with the doctor being highly prescriptive about 
the course of clinical care. Most participants were told 
repeatedly that hysterectomy was the only option for 
treatment. Many noted that this conflicted with informa-
tion they received from other providers, PAS survivors 
and information found in researching the topic online. 
Some participants were not comfortable with this single 
option for treatment, and others accepted it as necessary 
to save their lives. For example, one woman said: ‘I wasn’t 
comfortable with them taking my uterus and acting like 
it was an absolute necessity,’ and another said: ‘I was just 

Table 1 Sample characteristics (n=17)

Age at enrolment (years) 34.7 (5.0)

Time between delivery 
and interview (months 
(range))

23 (7–38)

Race White or Caucasian 15

Pacific Islander 1

American Indian or Alaska 
Native

1

Ethnicity Non- Hispanic 17

Income Less than US$25 000 1

US$25 001–US$34 999 2

US$35 000–US$49 999

US$50 000–US$74 999 3

US$75 000–US$99 999 5

Over US$100 000 6

Education Less than high school 
diploma

2

Some college 5

College degree 9

  Graduate degree 1

Relationship Married 15

  Significantly involved 1

  Single 1

Religion Christian 3

  Latter- day Saints/Christian 9

  Catholic 1

Not religious 4

How many children 
including this one do 
you have?

One 1

Two 1

Three 2

Four 8

Five 2

Six 2

Eight 1

How many weeks 
pregnant at diagnosis?

23.4 (6.1)

How many weeks when 
delivered?

33.3 (2.7)

Presented as mean (SD), except when noted.
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like—you save me. Do whatever you need to do. I didn’t 
mind that I wasn’t in the planning’.

Many participants sought second opinions to explore 
other treatments or to negotiate aspects of their treatment 
plan. One participant listed the specific requirements for 
how she decided where to go for clinical care for PAS ‘My 
list was someone what would try to let me try to get to 
36 weeks, someone that would do a horizontal incision. 
Someone that would let my husband be in the room and 
let me be awake for the delivery. That was really important 
to me’. Another participant discussed the lack of options 
as frustrating, but ultimately accepted treatment with 
hysterectomy because she saw benefit in it compared with 
other options: ‘[I] probably would have still chosen the 
hysterectomy because we were done having children and 
the added bonus of no period’.

Pregnancy
The themes that emerged for lived patient experience 
in the pregnancy period were similar to the diagnosis 
stage (emotional distress, medical helplessness), and 
also included disruptive family changes. During the 
pregnancy period, emotional distress and medical help-
lessness mutually reinforced each other. All of the partic-
ipants discussed their experiences as constantly living 
in fear; participants often described this as ‘survival 
mode’. The anxiety about possible bleeding and need for 
frequent monitoring extracted an emotional toll. Many 
participants stated that it was difficult to process what was 
happening and that they were just ‘surviving’ because of 
this sense of uncertainty and helplessness. One woman 
described: ‘I lived in fear every day. I feared to walk to the 
bathroom. I feared to go to the kitchen. I didn’t cook. 
I laid around. Then I was afraid I was gonna get blood 
clots. Then I was afraid of this. It was just constant fear’. 
Another woman explained how her life revolved around 
the danger of her pregnancy:

I was just like a robot. I had a non- stress test and then 
the next day an ultrasound. Then the next day, anoth-
er non- stress test and then an ultrasound. I was in the 

hospital for 2 weeks and then I’m out. I mean, I just 
lived in it. I just kind of figured that was my new world 
‘til I got the baby safely out. That was super hard on 
the family.

Due to the substantial risk of rapid and life- threatening 
bleeding, all participants had been told by their doctors 
that they needed to be within 15–30 min of the hospital as 
the delivery date neared. Ten of the 17 participants relo-
cated from their homes to be closer to the hospital. For 
many, it was difficult either being away from their family 
support systems, or taking care of children while taking 
care of themselves and their pregnancy. The following 
quotes demonstrate the difficulty of family separation 
during this time:

That was super hard. I spent a lot of time on Facebook 
Messenger with them. Sometimes my husband would 
just put the computer up in the living room, and I 
would have my computer on at the hospital [hospital-
ised for monitoring]. I would just be there virtually. 
They would run up to the computer, and they would 
talk to me.

I lived with my parents, and I brought my two young-
est, who were, I wanna say, four and one at the time, 
four and one, and then the rest of my children were 
in school. My husband was back in [city] with my five 
other children.

Participants discussed how a PAS pregnancy was diffi-
cult not just for themselves, but also for their partners, 
who had to shoulder a larger share of the workload and 
also worried about the well- being of the pregnant patient 
and unborn child. Many described the burden on the 
partner of travelling long distances between home and 
the hospital, or the taxing effects of prolonged hospital-
isation. Some of the participants were in the hospital for 
a few days and others were admitted for months. Many 
participants noted that their partner served as a key 
source of support during the diagnosis and treatment. 
Participants often expressed that this experience was as 

Figure 1 Lived experiences of patients with placenta accreta spectrum across the care continuum.
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hard for their partner as it was for them as the pregnant 
woman. The following quotes capture this sentiment: ‘He 
would come to the hospital, and he was so exhausted. I 
could just see how tired he was, how worn out he was.’; 
‘It was still very traumatic for him.’; and ‘He was afraid I 
would die.’

Birth experience
Participants described birth- related trauma and grief in 
losing a normal birth experience. Many of the partic-
ipants discussed a sense of overwhelming fear arising 
from uncertainty leading up to birth and the trauma of 
the birth itself. Pregnant patients consistently described 
their fear of dying during birth and surgery, as described 
by this participant: ‘Mentally, just worrying I was gonna 
die. Just terrified out of my mind just with all the risks and 
writing letters to my kids the night before in case I didn’t 
make it’. Participants described their preparation for the 
birth experience as anticipation of a high- risk surgery 
and uncertain outcomes. The emphasis on safe surgical 
care overshadowed or conflicted with any preparation 
for a joy- filled delivery of their newborn. Many partici-
pants mourned the loss of the ‘normal birth experience’, 
whereby childbirth would be eagerly anticipated and cele-
brated. Instead, childbirth was approached with fear and 
anxiety, as described by these participants:

I had 2 16- gauge IVs, one in each hand. Then I had 
an artery line put in so they could monitor my heart 
and everything in every single way they could, moni-
tor my pulse, my pressure, my blood pressure, every-
thing so they could keep an extremely close eye on 
me where this was a very serious surgery in case there 
was hemorrhaging or anything.

I knew it was going to be a dangerous surgery going 
in. Going into my delivery, I was sent to general OR, 
and put under right away, before they even started 
the delivery. One of the hardest parts was not know-
ing, going in, if I was going to make it out alive to 
even meet my child, or to raise the children that I 
did have.

The emotional trauma of the birth experience was 
compounded by uncertainty related to newborn prema-
turity. Both in the setting of planned and emergent deliv-
eries, participants worried about the outcomes of their 
newborn premature baby. Participants were struck by 
the difficulty of not being awake for the birth itself (for 
some), or only having a few moments to experience birth 
prior to undergoing general anaesthesia for surgery (for 
others). After delivery, most participants were ready to 
go home before their premature newborn, and thus had 
conflicting feelings about leaving baby in the hospital. 
Some quotes that capture this experience include: ‘It was 
weird for me to have to leave him in the hospital when I 
went home.’; and ‘Because I had been knocked out,—I 
saw him for a second I think after they delivered him’.

Postpartum
Themes that emerged when participants discussed the 
postpartum period included the often difficult and 
sometimes prolonged recovery process after leaving the 
hospital, the lack of knowledge about PAS by general clin-
ical providers after discharge and grief related to loss of 
fertility. Many of the participants did not anticipate how 
hard the recovery process would be. This included the 
physical recovery after a difficult childbirth (‘I didn’t 
realize how much that would affect me after going home. 
Even the first few days in the hospital I felt very weak 
and lightheaded. That was probably the hardest physi-
cally.’), as well as the emotional impact of surviving a life- 
threatening pregnancy and childbirth experience (‘It’s 
so crazy that I get emotional this far out, a year away.’). 
Most of the participants were physically exhausted after 
surgery, which impacted their ability to take care of a 
newborn. Further, they did not anticipate how difficult 
it would be to manage complex bladder care, postoper-
ative pain and physical therapy following the caesarean 
hysterectomy.

Participants noted that they struggled with a lack of 
knowledge and understanding by postpartum providers 
who were less familiar with PAS. This began immediately 
following delivery, as participants described being in 
the same ward as patients who had undergone ‘normal 
caesareans’ and feeling that clinical staff lacked knowl-
edge and understanding about the trauma of their 
experience. This lack of acknowledgement continued 
in postpartum care that participants received when they 
returned home, leading them to feel frustrated and hurt 
that their birth experience and their postpartum needs 
were not understood.

…my care was picked up by the urologist here who 
knew nothing about what I’d been through. Even 
my [normal] OB doctor who knew what I’ve been 
through, it was still different.

In the postpartum period, participants described feel-
ings of grief related to what they had lost in living through 
a PAS. This grief included the loss of a joyful pregnancy 
and birth, loss of quality time with their family during 
the uncertain pregnancy period and loss of their future 
fertility. For those who experienced a hysterectomy at the 
time of childbirth, having the option for future pregnan-
cies taken away from them created both sadness and frus-
tration. This participant described how the loss of fertility 
was one of the hardest aspects of living with PAS:

I think just the whole not being able to decide that it 
was my last child, was probably the hardest thing. The 
fact that I didn’t get to make that decision on my own, 
that I had to have the hysterectomy was hard for me.

DISCUSSION
This study used qualitative methods to identify themes in 
the lived experiences of patients undergoing diagnosis, 
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treatment and recovery from PAS. Themes that were 
common throughout the care continuum were related 
to the emotional burden of experiencing PAS, fear and 
uncertainty related to both maternal and child outcomes 
and lack of autonomy in regard to medical decisional- 
making. These findings suggest that there is a need for 
interventions—such as decision tools and education 
materials—to better prepare and support patients and 
their families through this process, and to facilitate shared 
decision- making with clinical providers.

Many of the participants described their experiences 
with diagnosis and pregnancy as a time of medical help-
lessness.23 Given the urgency and severity of PAS, partic-
ipants felt that they were at the mercy of the medical 
establishment, with little personal control or agency over 
their outcomes. A lack of control over childbirth and a 
loss of sense of self have been identified as significant 
contributors to post- traumatic stress disorder following 
childbirth.24 Individuals who experience a traumatic 
medical event may adapt learnt helplessness strategies as 
a way to cope, but these strategies may contribute to long- 
term psychological distress.23 Coping- based interventions 
are needed to support patients with PAS throughout the 
pregnancy, childbirth and postpartum continuum, in 
order to protect against emotional distress. Such inter-
ventions can help patients and their partners to iden-
tify changeable and unchangeable stressors, and apply 
effective coping behaviours to manage these stressors 
(eg, appropriate emotion- focused and problem- focused 
coping strategies).25 The results of this study help explain 
why mental health symptoms appear to be more common 
in patients diagnosed with PAS compared with the general 
population of postpartum individuals,10 and point to the 
need to prioritise psychological care for this population.

One of the most prominent themes in our interviews 
was the life- threatening nature of pregnancy and child-
birth for participants. Surviving PAS can be considered a 
traumatic event, because the experience is marked by the 
threat of serious injury or death.26 Birth trauma is asso-
ciated with serious postpartum mental health problems 
such as depression and post- traumatic stress disorder. 
There are a number of factors that may cause birth 
trauma, including medical intervention, type of birth 
experience and perceived loss of control.24 27 A study by 
Harris and Ayers found that interpersonal difficulties 
with care providers, in particular experiencing a lack of 
support, was associated with birth trauma.28 Birth trauma 
has been defined by the perception of threatened or 
actual injury or death to the mother or her baby.29 Partici-
pants in our interviews consistently spoke about their fear 
of death leading up to labour and delivery. Even if the 
delivery itself went as planned, sustained fear and antic-
ipation of their life- threatening condition set them up 
for experiencing debilitating symptoms of post- traumatic 
stress following childbirth. To reduce birth trauma, 
patients require improved emotional support from their 
care providers.30 In addition, having greater involve-
ment in the decision- making process may give pregnant 

patients a greater sense of control over their experience 
and mitigate development of post- traumatic stress.

Our results expand on similar themes described in 
another qualitative study with seven patients with PAS 
from Ireland.12 Participants in this study were similarly 
shocked by the diagnosis of PAS, of which many had never 
heard before being diagnosed. They, like participants in 
our study, feared dying during birth and relied heavily 
on family for support. Participants in this study echoed 
the themes of birth trauma and ongoing problems after 
surviving the birth experience, one noting ‘it’s not all 
over when you go home’. That there is so much overlap 
between this study from Ireland and our study from the 
Intermountain West of the USA suggest that the themes 
of medical helplessness, uncertainty and birth trauma are 
likely common among patients diagnosed with PAS.

The loss of fertility is also part of the clinical manage-
ment of PAS. Participants in this study stated that was one 
of the difficult experiences with PAS was in having the 
option for future fertility taken away from them. Some 
participants discussed how they did not want to accept 
a hysterectomy as the only option for their care. The 
lack of involvement in the decision- making process for 
the management and treatment of PAS and the loss of 
a future fertility may cause more negative psychological 
outcomes.

In order to improve emotional outcomes, it is worth 
exploring the development of tools and interventions 
to better support patients and clinicians for the manage-
ment and delivery of PAS. As of now, the primary option 
for treating PAS is hysterectomy, but uterine- sparing treat-
ments are increasingly used to treat PAS. The decision 
to pursue either of these options is preference- sensitive, 
but also depends on the circumstances of the pregnancy 
and system in which care is received. A PAS decision aid 
would inform patients of their options, help clarify their 
values, support their preference construction processes, 
and enable them to engage more actively in shared deci-
sion making with their clinicians. Compared with usual 
care interventions, decision aids significantly improve 
knowledge of the options, reduce decisional conflict, 
and increase the likelihood of shared decision making.31 
Future research should explore how these types of tools 
improve patient outcomes.

Implications for practice
To make an informed decision about these complex treat-
ment options, pregnant patients and partners need to 
be empowered and engaged in shared decision- making 
with their provider. Shared decision- making is partic-
ularly useful when there are no clear ‘best’ options (ie, 
when there is ‘clinical equipoise’), and where decisions 
are value- laden and complex.32 33 The results of this study 
suggest that there are opportunities for shared decision- 
making even when pursuing a hysterectomy, such as type 
of skin incision, type of anaesthesia and other delivery 
preferences that may be informed with a decision aid.
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Limitations
There are limitations to this research. It is possible our 
sample of participants do not represent the general popu-
lation of patients with PAS. Our study did not include 
patients who had previable or extremely preterm (<28 
weeks gestation) deliveries, and none of the participants 
had unexpected PAS that was diagnosed at delivery. 
Understanding the lived experiences of these patients 
is an important knowledge gap we did not address. Most 
of the individuals who agreed to be interviewed were 
nearing completion of their intended family size before 
being diagnosed with PAS. Those who are earlier in their 
reproductive lives may have responded differently. The 
sample lacks racial and ethnic diversity and is limited 
geographically to the Intermountain Region of the USA. 
It is, however, the largest study of structured interviews 
in patients with PAS. Also, those who agreed to be inter-
viewed may not represent all patients with PAS. However, 
the pervasive themes in this study, and consistency with 
existing literature, suggest that these experiences may 
not be unique. Future research should examine the expe-
riences of patients with PAS with a broader and more 
diverse population.

Conclusion
Patients with PAS experienced care that conflicted with 
their goals for pregnancy and birth. Many participants 
stated how grateful they were for lifesaving treatment, but 
still struggled with their experience of navigating diag-
nosis, management, birth and postpartum recovery with 
PAS. In each of these domains, patient’s needs were not 
completely met. Because of the serious nature of a PAS 
diagnosis and the radical nature of treatment, patients 
experienced uncertainty and medical helplessness. This 
lost autonomy and lack of involvement in decision- 
making is likely associated with dissatisfaction and 
distress. Finally, patients experienced the alteration of 
the birth experience and birth- related trauma that lasted 
long after delivery. These lived experiences suggest that 
there is a critical unmet need to understand and improve 
the management and care of patients with PAS, focused 
on patient experience. We believe that work to develop 
a decision aid that engages patients in shared decision- 
making is the next best step. Further, health systems 
specialising in PAS care should build systems and path-
ways that optimally support the social, psychological and 
emotional needs of these patients and their families from 
diagnosis through full recovery.
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