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Perceived quality of life and meanings attributed to the 
experience of extreme maternal morbidity: a qualitative study

Abstract  Experiencing extreme maternal morbi-
dity (EMM) implies multiple changes, where the 
perception of quality of life is modified, genera-
ting a gap between what is perceived and what is 
desired. The aim is to understand the meanings 
attributed to EMM by survivors of the experience 
and the effect of these meanings on the processes 
of reconstruction of daily life. A qualitative study 
from the perspective of symbolic interactionism 
that included an analysis based on elements of 
grounded theory by conducting semi-structured 
interviews with women from a Colombian city. 
The experience of EMM is understood by the par-
ticipants as “a suffering that is worthwhile” and is 
constructed from the meanings given to each stage 
that is experienced: (1) pregnancy: an unexpec-
ted event that is better when accompanied by a 
partner/family; (2) the complication: separation 
distress; (3) life after near-death. Women’s per-
ception of quality of life depends on both the ex-
perience of the event and social support, as well as 
on the baby’s survival. The role of health services 
is critical because loneliness, worry, and stress in-
tensify when health personnel have a dehumani-
zed relationship with women.
Key words Qualitative research, Maternal heal-
th, Quality of life, Pregnancy complications
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Introduction

Advances in improving care during pregnancy, 
childbirth, and the postpartum period have en-
abled many women to survive complications that 
were previously fatal. However, this increase in 
survival rates can have short, medium, or long-
term consequences, which in many cases alter 
several dimensions of women and their families, 
affecting their quality of life. Women who survive 
severe obstetric events may recover, experience 
temporary or permanent disability, or even pass 
away later1. Repercussions include dysfunction 
of one or more organs, such as impaired sexual 
function, hysterectomy-associated infertility, and 
an increased risk of complications in subsequent 
pregnancies2. Other relevant alterations are found 
at the emotional and psychological level, such as 
post-traumatic stress disorders, postpartum de-
pression, “maternal near-miss syndrome” (acute 
stress disorder directly related to the occurrence 
of extreme maternal morbidity)3, social isolation, 
altered family dynamics, divorce, increased fam-
ily expenses, and even suicide4. All of the above 
constitutes a critical public health problem due 
to the high social and economic costs and also 
due to the exacerbation of mothers’ vulnerability.

Research on extreme maternal morbidity 
(EMM) and quality of life is usually approached 
through an objectivist epistemological focus us-
ing numerical health profile measurements and 
quantitative analyses based on numerical scales. 
However, in the last 20 years, progress has been 
made in the understanding of these phenomena 
by performing qualitative research with a more 
holistic vision, in which the voices of those wom-
en who have lived through this experience, and 
even the perspectives of their families and care-
givers, are recognized.

In 2010, a review article evidenced that the 
perception of wellbeing and quality of life are 
affected in EMM events, which are recognized 
as traumatic situations that alter women’s dai-
ly-life functionality. Although the quality of life 
of women receiving clinical care improves over 
time, it remains below that predicted before the 
intervention and below the figures observed for 
women in general1.

A phenomenological study conducted in 
2012 in a hospital with women who had present-
ed with severe preeclampsia in their last pregnan-
cy and were in the third postpartum month por-
trayed their experiences as a “journey” marked 
by fear, anguish, and uncertainty, especially in re-
lation to the newborn, in addition to experienc-

ing physical symptoms and undergoing painful 
medical procedures. Two determining situations 
were identified in women’s conception of the ex-
perience: (1) the hospitalization process, and (2) 
the birth of a premature child. Participants’ lack 
of preparation to face the disease and its impacts 
were also mentioned5.

An autobiographical narrative research con-
ducted in 2016 by Valencia and Gaviria states 
that understanding the history of survivors of 
EMM allows to give new meaning to human care 
and the recognition of human capabilities. Fur-
thermore, family, social, cultural, and historical 
conditions of a particular territory limit women’s 
possibilities to be, act and decide after surviving 
EMM6. 

Applying a qualitative approach is import-
ant to identify the quality of life as a reality be-
cause its study as a subjective phenomenon al-
lows the understanding of specific meaningful 
and interpretative mechanisms, as well as their 
consequences in subjects’ acts in the order of in-
teraction7, incorporating and highlighting that 
meaning and intentionality are inherent in acts, 
relationships and social structures as significant 
human constructs8.

Therefore, through an orientation based on 
the theoretical approach of symbolic interac-
tionism, it is possible to conceive the condition 
of EMM survivors from the subjectivity of the 
experience, including the voices of those who ex-
perience it and recovering the idealistic essence 
of quality of life, which is understood not as a 
static reality independent of the subject, but as 
a construction of meanings and symbols result-
ing from social interaction. These meanings are 
grouped into four categories: EMM meanings, 
survival meanings, coping mechanisms, and re-
construction of daily life, and an emerging cat-
egory related to the perception of care services9.

This approach allows for the incorporation of 
women’s perception into the evaluation of health 
outcomes, providing analytical elements that can 
guide the construction of policies for the com-
prehensive protection of maternal health from a 
biopsychosocial level, in order to overcome the 
traditional individualistic approach focused on 
isolated and depersonalized disease and promote 
the welfare of women, their families, and their 
community through a gender approach, thereby 
mitigating the conditions of vulnerability that 
the event can generate in the population that 
experiences it10,11. Within this framework, the 
purpose of this research was to understand the 
meanings attributed by EMM survivors to their 
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experience and the effect of these meanings on 
the processes of reconstruction of their daily lives 
and the perception of their health-related quality 
of life.

Methods

In order to meet the objectives of the study, a 
qualitative approach based on symbolic inter-
actionism and the use of grounded theory anal-
ysis techniques was selected so as to gain better 
understanding of the construct of health-relat-
ed quality of life in the context of women who 
survive EEM, focusing on what the experience of 
suffering and surviving an obstetric event meant 
from the constructions of their relationships 
with the social environment9. The qualitative 
approach is holistic because it allows the under-
standing of phenomena within their context and 
as they occur in reality. It also allows the analysis 
of interactions within a system or culture based 
on the understanding of their meanings and dy-
namics. In this way, it is possible to understand 
reality as it is felt and lived by the subjects12.

For the definition of health-related quality 
of life (HRQoL), a theoretical model is proposed 
based on the suggestion made by Schwartzmann 
(2003)11, which integrates components of Engel’s 
Biopsychosocial model, Ware’s HRQoL mod-
el, and Sprangers/Schwartz’s proposal (Chart 
1). A distinction is made between quality of life 
emphasizing the psychosocial aspects of social 
well-being and general subjective well-being and 
HRQoL, which is based on the assessment of an 
individual according to the limitations caused by 
a given disease or its treatment in biological, psy-
chological, and social development areas. 

Sampling strategy

Participants were selected by purposive sam-
pling, according to the objectives of the study, 
and subsequently by theoretical sampling, taking 
the reports of the event made by second- and 
third-level health care institutions of the city of 
Popayán (located in the southwestern region of 
Colombia) as a starting point between January 
and December 2014. A total of 203 records were 
found in the database, of which 127 were select-
ed based on the inclusion and exclusion criteria 
established for this study (Chart 2). With these 
127 records, participants were contacted or en-
rolled by telephone, excluding women who did 
not have a working contact number. Finally, the 

study included five women who agreed to par-
ticipate in the research voluntarily and respond-
ed to the saturation criterion in the information 
analysis. 

Data collection methods

Information was obtained through 
semi-structured interviews with each of the study 
participants. Each interview lasted between 60 
and 90 min and was recorded with prior autho-
rization. To guarantee the confidentiality of par-
ticipants’ identities, a pseudonym was assigned in 
the order of the letters of the alphabet according 
to the order of participation. 

For the interviews, a guide was developed 
based on the following lines of inquiry according 
to the specific objectives of the study: (1) mean-
ings of the EMM experience, (2) meanings of the 
survivor condition, and (3) coping mechanisms 
and reconstruction of their daily life. Initially, 
these lines of inquiry were approached in a broad 
manner and were progressively adjusted as cate-
gories and substantive theory emerged. All the in-

Chart 1. Origins of the theoretical model of HRQoL 
in EMM.

Origin Author Year Contribution

HRQoL 
definition

Laura 
Schwartzman

2003 Definition of 
each of the 
dimensions

Biopsychosocial 
model 

George L. 
Engel 

1977 Biological, 
emotional/
psychological 
and social 
dimensions 
of the 
individual

HRQoL models Ware 1984 Model of the 
progressive 
relationship 
between 
disease and 
QoL fields

Sprangers/
Schwartz

1999 Concept of 
“response 
change”

Source: Authors.
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terviews were developed following an open-con-
versation model, with a listening attitude on the 
part of the researcher, stimulating narrative and 
guaranteeing an atmosphere of trust, confiden-
tiality, and favorable dialogue, which is why the 
meetings were held in places and times defined 
by the participants.

The information from the interviews was 
complemented with a field diary where the in-
terviewer’s comments about interpretations, 
intuitions and emerging conjectures, notable 
gestures, and non-verbal expressions essential to 
understand the meaning of what was said by the 
participants were recorded.

Data analysis

Data analysis and collection were conducted 
simultaneously in accordance with the principles 
of grounded theory. To this end, the information 
collected from the interviews and the field diary 
was transcribed, reviewed, edited, and coded as 
quickly as possible to avoid loss of information. 
The interviews were fully and verbatim tran-
scribed in 2010 Word processor. Each file was 
saved under the name of the pseudonym assigned 
to the participant (fictitious name to ensure con-
fidentiality). The analysis of the qualitative data 
was conducted using Ethnograph v6 software. 

For the analysis of the data obtained, Glaser 
and Strauss’ constant comparison method was 
used, which includes open coding, axial cod-
ing, and selective coding13. In the open coding 

process, 112 descriptive codes corresponding 
to traits or patterns identified in the interviews 
were initially generated. These codes were re-
viewed, grouped, and conceptualized in a more 
abstract manner until emerging categories were 
constructed, which were reviewed again, thereby 
allowing new categories to be transformed or to 
emerge. Subsequently, the categories obtained 
were related through axial coding and confront-
ed with the bibliographic review for their theo-
retical development and generation of core cate-
gories and substantive theory. 

As with all qualitative research and the ap-
plication of grounded theory, there are accu-
racy-related challenges in terms of validity and 
reliability, and these were resolved through an 
exhaustive or detailed and in-depth analysis of 
data and intersubjective consensus that accounts 
for the interpretation and construction of shared 
meanings13. Exhaustiveness was sought through 
the textual transcription of the interviews to gen-
erate the codification of the information collect-
ed later. Intersubjective consensus was achieved 
through the identification of similarities, differ-
ences, and contradictions in the interpretation of 
the dialogues and interrelation with the evidence 
available through bibliographic review.

Ethical considerations

This research was approved by the ethics 
committee of the university where the principal 
investigator was assigned to during her master’s 
degree in Public Health, under record number 
06-015, renewed on September 3, 2020. The 
provisions of resolution 8430 of 1993 were con-
sidered, under which this study is classified as a 
higher than minimal risk since sensitive aspects 
of the participants related to the experience of 
a serious obstetric event considered traumatic 
were addressed. 

The international ethical principles of the 
Declaration of Helsinki were followed, and in 
order to guarantee the autonomy and voluntari-
ness of participation, the objectives, methodolo-
gy, benefits, and possible negative effects of the 
research, as well as its free entry or withdrawal 
without any type of consequence, were divulged. 
Once the total understanding of the information 
provided was assured, and participation in the 
study was accepted, a written informed consent 
document was signed, a copy of which was pro-
vided to participants. 

Chart 2. Inclusion and exclusion criteria.

Inclusion criteria Exclusion criteria 

. Women reported in 
the records of second 
and third-level health 
care institutions of the 
municipality of Popayán 
as cases of EMM
. Over 18 years of age
. Residents of the 
municipality of Popayán 
during the study period
. Having experienced 
an MME event between 
January and December 
2014

. Being hospitalized 
because of the event or 
other situation at the 
time of the study
. Cognitive or language 
disabilities that hinder 
the collection of 
information

Source: Authors.
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Results

The study was conducted with five women over 
18 years of age who survived a severe obstetric 
complication classified as EMM and who resid-
ed in the city of Popayán. Chart 3 describes the 
characteristics of the study participants (a ficti-
tious name was used to guarantee anonymity).

The meanings constructed by EMM survi-
vors about their experience and its effect on the 
processes of recovery and reconstruction of their 
daily lives are presented below. As substantive 
theory, the experience is presented as “a worth-
while suffering” with the following core catego-
ries:

Pregnancy: an unexpected event that is better 
when accompanied by a partner/family, accounts 
for the moment when the pregnancy is known 
and how it is assumed. 

The complication: separation distress focuses 
on the meanings of the complication and its ex-
perience at the hospital.

Life after near-death describes the return to 
daily life and the mechanisms of its reconstruc-
tion after overcoming the hospitalization stage. 

Pregnancy: an unexpected event 
that is better when accompanied

The discovery of pregnancy was described by 
the participants as surprising, shocking, and dis-
tressing. It is a moment of crisis where mother-
hood materializes as a reality seen in some cases as 
a remote possibility, specific to adulthood. Moth-
erhood as a social construct is a role attributed to 
women and in many cases is expected in the con-
text of a stable relationship and as a consequence 
of an active sexual life: We had been together for 
a long time (with her partner) [...] when you are 
young you don’t expect these things (pregnancy). 
But as soon as you know that you are having sex 

with someone, you have to get used to the fact that 
it is obviously going to happen (Estella).

Family support favors the acceptance of the 
new condition, reaffirms the decision to continue 
with the pregnancy, and is even experienced as 
the beginning of pregnancy: It was hard for me 
because I didn’t know what my mother was going 
to say... but when I told my mum, she supported me 
and then I decided to continue with the pregnancy 
(Ana).

The complication: separation distress

Interventions derived from the complication 
almost always lead to the separation of the moth-
er from her child, hindering practices such as 
early breastfeeding, which can produce feelings 
of sadness, guilt, regret, and a sense of failure as 
a mother due to the premature rupture of the 
bond. All this makes possible the experience of 
abnormality, where the idealized pregnancy is 
blurred in the face of a disappointing and dis-
tressing present14: Immediately after I came out 
of surgery, they were going to take me to the ICU 
because I got very sick, but I told the doctor not to 
take me to the ICU because they were separating 
me from my child (Ana).

Mothers’ emotional turmoil becomes more 
evident if the hospital setting does not meet their 
expectations: They never told me that I had pre-
eclampsia, they never told me that I had altered 
blood pressure, they told me nothing. So they knew, 
and they didn’t help me. I am not a fortune teller to 
know what is wrong (Estella).

Life after near-death

Motherhood motivates a feeling of attach-
ment to the baby as the object of her total at-
tention and care; it is the very essence of being 
a mother. This is why the survival of the baby 

Chart 3. Description of participants.

Participant 
(pseudonym)

Age
(years)

Education Occupation Cohabiting Background

“Ana” 19 Technical Student Mother, siblings First pregnancy

“Berta” 20 Technical Student Mother, siblings First pregnancy

“Carolina” 22 University Student Couple Spontaneous 
abortion

“Diana” 31 Incomplete High 
School

Housewife Couple First pregnancy

“Estella” 20 Technical Student Single Previous abortion
Source: Authors.
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substantially marks the satisfaction with the ex-
perience. Therefore, for women whose babies 
survive, the experience of EMM can mean the ac-
ceptance of motherhood, a learning experience, 
or the blessing of being alive: Yes, it hurts and all, 
but that was nothing. Thank God he was born well. 
The scare he gave me was just that. Thank God, it 
was worth the suffering (Diana).

I see what happened to me in a positive way. 
Suddenly it was something that made me react and 
it was bad, as at that moment, my life and Sofi’s life 
were in danger. But it really had a good impact on 
my life because it taught me something (Carolina).

In contrast, when the loss of the baby is ex-
perienced, the notion of the experience becomes 
negative and unexplained: So, I was left with a 
very low morale towards it. But I would definitely 
call it a misfortune or a curse, I can’t explain why 
that occurred to me (Estella).

The survival of the baby becomes a coping 
mechanism that facilitates the reconstruction of 
daily life and gives meaning to life, otherwise the 
reason for life is lost: My mission is to be with him 
and protect him [...] we both have to move forward 
(Berta).

During the complication, family and partner 
support is highlighted. This has a positive impact 
on the process of accepting the situation: That 
was what helped me a lot because if not... imagine 
me in that surgery alone, without support, without 
anyone, that would have been very difficult! Alone, 
no way, you can’t imagine it... (Berta).

In line with EMM consequences, affection is 
not relevant much in women’s narratives; howev-
er, some of them evidenced affectation of this do-
main, which even interfered in their daily work: 
Now that I have had a baby, I feel like my head is 
going to explode and I get very hot. I even feel diz-
zy [...] I got a little sick.... Now I can’t even sweep 
(Diana).

Finally, when talking about how women faced 
the puerperium, the construction of meanings 
was focused on the importance of the newborn 
to resume daily life. In this way, family support at 
this stage was not discussed in depth. However, 
the narratives of Estella allow us to believe that, 
after the death of her child, a closer professional 
and family support should have been provided 
because there was apparently an dysfunctional 
grieving.

Discussion 

Among the multiplicity of meanings given to 
EMM, most revolve around the survival and 
maintenance of the child, which becomes an im-
portant factor on the effect the experience has on 
the quality of life of survivors. 

The possibility of death due to maternal 
complications is perceived as a sudden and un-
expected event, generating extreme vulnerability 
and helplessness, given the inability to escape or 
control the situation14. Therefore, EMM is recon-
structed as a traumatic event, and, in the case of 
women whose children survived, the way of sig-
nifying it is related to its revaluation, and wom-
en even reflected upon its positive effects. Souza 
et al (2009) argue that the experience of EMM 
can be perceived as an “opportunity for internal 
growth,” in which many women find something 
useful and see life differently3. In contrast, in the 
case of women who lose their children, it is much 
more difficult to rebuild their daily lives and they 
may feel that there is no way to overcome it, de-
spite trying and planning to do so. Most likely, 
there is a traumatic response that requires atten-
tion because it delays the possibility of physical, 
emotional, and social recovery, making the com-
plication experience more intense. 

Lyubomirsky and Cummins, cited by Vázquez 
and Pérez (2003), state that happiness and opti-
mism can moderate the impact of trauma or life 
stressors, allowing adverse events to be evaluat-
ed in a more benevolent manner, even deriving 
positive consequences from negative experiences. 
The baby becomes a generator of happiness and 
optimism, being the moderator of the impact of 
the experience14. In this sense, the woman feels 
complete because she is socially seen as someone 
capable of fulfilling her anatomical destiny of 
motherhood. Her identity as a mother is accen-
tuated, becoming a woman who did her best so 
that the “natural cycle of life” could take place.

Literature reports that in the event of an 
emergency, women may feel that they have no 
other option when faced with the need for care 
from health care services, which facilitates their 
acceptance. Although, as evidenced in the tes-
timonies, women and their families also regard 
health care positively when they receive expla-
nations about their situation, the procedures to 
be performed, and the expectations of the treat-
ment; women even felt safe and confident with 
the health care personnel through non-verbal 
communication16.
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Conclusions

EMM understood as a life experience and as a 
narrative event, in addition to the clinical event, 
allowed a more complete understanding of the 
meanings of the experience for women and their 
families, in addition to identifying the impact on 
the role that is socially attributed to women and 
that is directly linked to motherhood. 

The perception of quality of life after EMM 
depends on the meanings given to the experi-
ence. These meanings are constructed from the 
moment of the pregnancy discovery and are 
transformed and adjusted throughout the preg-
nancy. In this construction of meanings, family 
and partner support and the survival of the baby 
are essential, becoming factors that facilitate cop-
ing with the situation and the reconstruction of 
daily life and reduce the gap between the quality 
of life perceived and desired. 

The loss of the baby implies a greater impact 
of EMM in women’s lives; they are generally per-
ceived as more fragile and with greater expres-
sion of negative emotions in the face of the expe-
rience. This leads to the need for post-obstetric 
event support owing to greater vulnerability, not 
only in the physical sphere but also in the psycho-
logical and social ones. 

A positive experience of care services in terms 
of active communication and empathetic atti-
tude between patients and health care providers 
would not only increase the quality of care per-
ceived by these women but also improve future 
health care sought for them and their families. It 
also empowers them by providing essential infor-
mation about the experience that might other-
wise be lost. This can make it easier to accept the 
consequences, deal with the trauma and poten-
tial loss, and move on with their lives.

The approach to survivors of EMM is often 
based only on epidemiological surveillance of 
the event with the gaps that this implies, denying 
comprehensive and humanized care focused not 
only on the physical but also on the social, emo-
tional, family, and psychological consequences of 
the event. A change in the training of health pro-
fessionals and personnel by strengthening com-
petencies centered on a biological, psychological, 
and social paradigm that transforms care in this 
sense is a persistent challenge, and this can be 
certainly managed even through virtualized con-

tinuing education processes, making use of plat-
forms and new information and communication 
technologies as tools for health innovation17, 
which are currently intensively used and which 
have shown their wide applicability in complex 
times such as those experienced in the context of 
the COVID-19 pandemic18.

Extreme maternal morbidity also impacts 
women’s “living” capacity by exposing them to 
the possibility of their own premature death or 
their child’s. This also exposes women to a criti-
cal reflection on the planning of their own lives 
by motivating the capacity of “critical thinking”.

The capacities of “physical health” and 
“physical integrity,” despite not being the most 
frequently mentioned in the narratives, show 
affectation in the sense of the physical sequelae 
mentioned, especially those related to sexual and 
reproductive health.

The capacity of “affiliation” is strengthened 
by the role of motherhood; living for the new 
human being favors the recognition of women 
in their new role as caregivers and protectors of 
life. In contrast, in terms of the relationship with 
the health services, it is blurred by the referenc-
es of failures in communication on the part of 
the health personnel, late care, care failure, and 
dehumanization, generating negative feelings to-
ward health services.

In this sense, it is evident that extreme mater-
nal morbidity affects the perception of quality of 
life because it limits the opportunity to develop 
these capacities, placing women in a situation of 
vulnerability, with social, economic, and moral 
implications, not only as individuals but also as 
social beings. 

Limitations and strengths of the study

Although this study as limited to five women, 
as evidenced in the discussion, theoretical satura-
tion was achieved with relevant qualitative find-
ings that allowed the analysis of the phenomenon 
of quality of life in survivors of EMM. A strength 
of this study was its remarkable qualitative re-
search and analysis method based on several au-
thors for the definition of HRQoL, which allows 
theoretical triangulation. This can be applied in 
other fields of studies such as social psychology 
and collective health.
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