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Abstract
Mothering a child who lives with a disability, or a congenital facial condition can 
impact quality of life. This appertains to relationships, isolation, and feelings ex-
clusion, can result in ongoing vigilance, grief, and may be addressed via faith and 
future hope. In this IPA study we explore the lived experience of a non-facially 
disfigured mother mothering her child Living with Facial Eye Disfigurement (Lw-
FED). Semi-structured interviews were used to collect rich data which were anal-
ysed to reveal emergent and overarching themes. We found that our participant is 
constantly vigilant in response to her son’s blindness and disfigurement. This im-
pacts his schooling and her relationships. Isolation impacts all facets of the quality 
of life of our participant including seeking respite, exhaustion, and relationships. 
She acknowledges grief and chronic sorrow. As a mother, she encounters comments 
and stares from strangers in social situations. Our participant uses her strong faith 
to attempt to find balance in her life and to envisage a future for her son. We offer 
the narrative of one mother with a child LwFED. We do not draw generalisations 
but suggest resonances with the lived experiences of others. We recommend fur-
ther research, advocacy and professional support for families and society to change 
culture.

Keywords Mothering · Facial eye disfigurement · Visible difference · 
Grief · Chronic sorrow · Vigilance · Relationships · Faith · Interpretative 
Phenomenological Analysis
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Introduction

A mother is the first voice a child hears, the first person on which they depend as 
they enter the new world after birth. A mother’s bond is said to be often one of the 
strongest bonds a child ever has and if, for any reason it is not a strong and stable one, 
an array of issues arise that often extend into adulthood (Becker-Stoll et al., 2001, 
2008; Carlo et al., 2010; Eisenberg et al., 1998; Valiente et al., 2004). Mothering is 
challenging, increasingly so when things do not go according to plan. Becoming a 
mother is often a time fraught with mixed emotions, all the fears and excitement of 
bringing a child into the world. Giving birth to a child whose face does not appear as 
you perceive it ought to offer an added challenge, particularly in relation to ongoing 
quality of life (QoL). Further, the eyes “are unique in the process of communication 
and perception, and sight is important in the maintenance of self-esteem and the con-
fidence to live an independent life” (Watkinson & Williamson, 2023, p. 3.). We point 
out that it is recognised that psychosocial care of those living with “often gets less 
attention from health professionals” (Watkinson & Williamson, 2023, p. 6.). Further, 
social and professional support can significantly impact “subjective quality of life of 
a family” (Whitehead, 2017, p. 645). We seek to address the lacuna. This Interpreta-
tive Phenomenological Analysis (IPA) paper addresses the question, what is the lived 
experience of a mother who is non-facially disfigured, mothering a child living with 
facial eye disfigurement (LwFED).

Literature Review

The QoL of a mother/parent whose child lives with a disability or a congenital facial 
condition can be impacted (Ahmadizadeh et al., 2018; Alkan et al., 2017; Eiser et 
al., 2005; Glinac et al., 2017; Habersaat et al., 2013a, b; Karande & Kulkarni, 2009; 
Miskam et al., 2017; Navab et al., 2018; Ones et al., 2005; Pisula & Porębowicz-
Dörsmann, 2017; Wang et al., 2020; Weigl et al., 2005; Yamada et al., 2012). Some 
studies investigated the mothering/parenting of children with different craniofacial 
issues (Berger & Dalton, 2011; Habersaat et al., 2013a, b; Pileggi, 2017; Scheller et 
al., 2020; Weigl et al., 2005). Issues including high levels of anxiety, depression and 
stigmatisation can affect parenting including those living with a child with disability 
and FD (Ahmadizadeh et al., 2018; Habersaat et al., 2013a, b; Jovanova & Rado-
jichikj, 2013; Karande & Kulkarni, 2009; Ones et al., 2005; Thwala et al., 2015; Wang 
et al., 2020). Parents of children with FED has briefly been mentioned in relation to 
assisting the parents help and support their child to “regain sufficient self-esteem 
and confidence to progress toward an acceptable body representation as a basis for 
achieving quality of life” (Williamson et al., 2023, pp. 50–51). This was in relation 
to achieving this new body image with appropriate medical and surgical interven-
tion, not in relation to the ongoing lived experiences of parenting and what parents 
themselves experience daily living with a child LwFED. LwFED is “extremely dis-
tressing for the patient, family and friends [as the individual LwFED experiences] 
body image disturbances, experience physical and psychosocial challenges … cause 
considerable anguish as well as affect individuals’ confidence, mental health, and 
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quality of life” (Williamson et al., 2023, pp. 42 & 45.) Only one autoethnographic 
study reports the lived experienced of FED, identifying overarching themes of dis-
crimination, isolation, and hope (O’Dea, 2018). No located studies considered the 
experiences of a mother without a facial disfigurement (FD) raising a child LwFED.

An individual’s understanding of QoL is made up of several influences (Cella, 
1994; Flanagan, 1978; Southcott & Nethsinghe, 2018; van Leeuwen et al., 2019). 
Physical health and socioeconomic status are mentioned briefly in this paper how-
ever the individual’s subjective control over their attitude to physical and emotional 
endurance, ability to accomplish daily activities, persistence and life satisfaction are 
all contributing factors related to QoL (Bandelli et al., 2021; Carr et al., 2001; Mari-
nelli & Plummer, 1999; Oleson, 1990). QoL is defined by the World Health Organi-
zation (WHO) as “an individual’s perception of the position in life in the context of 
the culture and value systems in which individual lives and in relation to his goals, 
expectations, standards, and concerns” (WHO, 1997). Immediate cultural context 
involves maintaining a sense of social community through relationships with family, 
friends and acquaintances is paramount to psychosocial and psychological wellbe-
ing (Cella, 1994). Wissing et al. (2021) assert that “relationships and relatedness/
interconnectedness in general figure strongly in the experiences of meaning in life, 
important life goals, and quality of life” (p. 598).

Due to the enormity and diversity of this dimension, social wellbeing appears to 
be the most challenging aspect of life quality to define (Veenhoven, 2000). QoL also 
includes self-esteem (Farquhar, 1995) and the ability to make decisions about life 
path (Flanagan, 1978; Southcott & Nethsinghe, 2018).

QoL has been linked with the notion of grief when speaking about parents’ experi-
ences of raising children. We speak of grief in terms of chronic sorrow as relating to 
the merciless sadness which seeps into every aspect of life and persists throughout 
life (Burke et al., 1999; Hainsworth et al., 1994; Harris & Winokuer, 2019; Lindgren 
et al., 1992; Olshansky, 1962). Chronic sorrow impacts the QoL of parents who have 
a child with disabilities (Burke et al., 1999; Hobdell, 2004; Liedstrom et al., 2008; 
Lindgren et al., 1992; Masterson, 2010; Northington, 2000; Olshansky, 1962). We 
discuss grief in relation to chronic sorrow and how this impacts the QoL pertaining 
to a mother whose child LwFED. It is understood that QoL is subjective, founded 
and developed within the understanding and knowledge of the individual (Gabriel 
& Bowling, 2004; Leung & Lee, 2005; Liedstrom et al., 2008) which is fluid, often 
changing over time.

Methodology

This Interpretative Phenomenological Analysis (IPA) study explores the lived experi-
ence of a non-facially disfigured mother mothering her child LwFED. IPA uses a small 
sample of participants because what matters is the richness of the data not whether 
findings can be generalisable as there is a “general misconception that generalisabil-
ity is the definitive objective of any good research” (Rajasinghe, 2020, p. 183). IPA is 
an inductive, data-driven research approach (Smith, 2017). IPA is phenomenological 
and idiographic, allowing the voice, understanding, and experience to be robustly 
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analysed, via themes and sub-themes (Eatough & Smith, 2006; Pietkiewicz & Smith, 
2014; Smith, 1996; Smith et al., 2009). IPA facilitates deeper analytical and contex-
tual thought concerning a given phenomenon by diligently engaging with the human 
experience. IPA accommodates researchers’ roles within the analysis (Wagstaff et al., 
2014). Methodologically IPA researchers place the person as the expert of phenom-
ena being analysed – their lived experience (Reid et al., 2005; Smith et al., 2009). 
We used semi-structured interviews to elicit rich data (Galletta & Cross, 2013). With 
ethical approval, we advertised on Facebook and Mandy (a pseudonym) responded. 
Zali interviewed Mandy twice, three years apart.

IPA analysis is an inductive, bottom-up approach whereby the raw data (in this 
case transcribed interviews) are read and re-read with wide margins for note-taking 
during the coding process. Wide margins and double spacing of the professionally 
transcribed script facilitated initial coding, seeking patterns, contentions, and ten-
sions, and locating ‘gems’ (Smith, 2011). Themes and sub-themes were identified 
and presented in a systematic way that makes sense of the lived experience. While 
IPA is not prescriptive, a table of themes and overarching themes is often produced to 
demonstrate the analysis process (see Table 1).

Zali, a counsellor and teacher, holds both emic and etic stances, having lived expe-
rience as an individual and mothering LwFED. Within this article she bridles her 
experiences (Vagle, 2009). Jane holds an etic position, as an experienced educator, 
researcher who brought a different lens to the analysis and interpretation, enhancing 

Table 1 Mandy’s Overarching and Emerging IPA themes
Overarching themes Emerging themes Coding
Vigilance Blindness Impacts of blindness

Safety
Watchfulness
Playgrounds and other settings

Schooling Feeding tube
Blind school

Fear for her son’s future Threat of institutionalization
Isolation Gaining respite Baby-sitting

Feeding (tube; sippy cup) and mealtimes
Challenges Small town, resourcing, accessible 

schooling, home-schooling
Tiredness and exhaustion Relax; time; physical and emotional
Relationships Husband; friends
Grief and chronic sorrow Self-care; ongoing; struggle; imagined

Facing society as 
Mother

Stares and different kinds of talk Pity, reaction, stares, gasps, avoidance, 
comments

Surprise at Declan as an individual Intelligence; humour
Faith Inner vow Protection; self-imposed

Rewriting the narrative Story, sharing, advocacy
Christ follower (Christian) Prayer, belief
Grief with Jesus and Biblical 
scriptures

Bible, promises, keeping steady
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trustworthiness and consensus (Rodham et al., 2015). We include verbatim quota-
tions to give voice to Mandy (Smith et al., 2009).

Quality and rigour in IPA studies is imperative and address whether the research is 
trustworthy and fair (Smith & Flowers, 2009). In this study, trustworthiness is located 
within Zali’s expertise, qualifications, and experience. Trustworthiness is built within 
the data by member checking in which the participant read the interview transcript 
and confirmed accuracy and interpretation. To enhance trustworthiness, we posed 
suitable open-ended questions and remained open for nuance and additional data. We 
undertook triangulation through frequent debriefing, peer scrutiny of the research, 
member checks and use of thick description (Shenton, 2004). Fairness was addressed 
by the ability to present a “balanced view that presents all constructions and values 
that undergird them” (Lincoln & Guba, 1986, p. 79).

Findings

The Participant

Mandy is a mother of two children, one of whom (Declan) lives with FED. His 
younger brother says Declan’s eyes are “like pepperonis.” Even though the partici-
pants were willing to be named, we believe for the purposes of this article, we have 
given them pseudonyms and speak in general about where they live in the world as 
in the future, the boys may not wish to be talked about. We call the mother Mandy 
and the son LwFED Declan and his younger brother Abel. They live in a small rural 
town in the USA.

Themes

We found four overarching themes: Vigilance; Isolation; Facing society as Mother; 
and Faith (see Table 1). These themes have sub-headings and flow in a sequential 
order, taking the reader into the world of the expert lived experience of mothering a 
child LwFED.

Although we present the findings under the overarching themes, we acknowledge 
that there is overlap and connection between these themes as experiences are inter-
woven into the fabric of a person.

Vigilance

Mandy speaks about being on high alert everywhere, regardless of whether in the 
house, outside in the backyard, shopping and even out at a friend’s house. She per-
ceives he is not safe when other people guide him either. Within this thread there are 
sub-themes of Blindness; Schooling; Relationships and Fear for her son’s future life. 
Everywhere, Mandy is extra vigilant, keeping her son safe, she states: “Every step is 
dangerous.”
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Blindness

Declan is blind which permeates Mandy’s experience as his mother. She explained:

if he steps a single foot outside of the house, he has to be guided everywhere 
he goes. Every step is dangerous … he doesn’t know if he’s about to walk off 
a cliff, he doesn’t know if he’s about to walk into the road, and there are cues 
sure, but he’s six and he misses those cues a lot. We can’t trust a six year old 
to catch those cues, and so it’s difficult to never be able to let go of his hand … 
my younger son now being four, whenever we go somewhere, I get him out of 
the car, I set him on the ground, he walks next to me all the way to where we’re 
going, and he can walk next to me the whole time, and that’s just not the case 
for Declan.

Mandy spoke about how this affects her,

Guiding him has become sort of second nature for me, but when I let other 
people walk him, I notice that they forget and let go of his hand and will walk 
away, and you can’t do that. So I’m always having to have this extra vigilance 
about me to make sure that he stays safe, just because the world’s not a safe 
place when you can’t see.

Declan’s blindness contributes to Mandy’s understandable need to be extra vigilant to 
keep him safe whilst out and about.

Everyday experiences emphasise to Mandy Declan’s lack of safety. Mandy dis-
cussed her need to be “extra vigilant” in social situations:

we went to the park with our home school group, and all the mums gathered 
under the pavilion to chitchat while their kids played, and I can’t do that. I 
couldn’t gather with them, I had to stay next to Declan on the playground.

Mandy explained how difficult this made visiting with friends:

one of my best friends just got a new home and it has a 17 stair … flight of stairs 
in it … it’s so stressful for me because … I cannot take my eyes off Declan long 
enough to spend time with my friends because if he gets up that staircase … 
he can get up it very easily, but getting back down it is another story, and if he 
fell down ….

Declan’s blindness means that Mandy must be ever watchful for his physical safety. 
This vigilance is not unreasonable, but as he gets older, Mandy seems to have fallen 
into a pattern of being extra vigilant … extra vigilant when walking, at the play-
ground, at friends’ houses, this is the pattern of extra vigilance Mandy speaks of and 
it continues into schooling.
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At the time of the second interview when Declan was older (9 years old), Mandy 
seemed to be able to have a little “respite” or “down time” as Declan can do some 
things independently at the playground. Mandy explains:

I still have to help him navigate the playground as far as safety goes, so I’m 
always close by. If he wants to climb things or do something … he just usu-
ally requires my help. If it’s swinging or something like that he can do that by 
himself. So I can put him in a swing and sit and relax, but otherwise if he wants 
to be walking around or climbing things or going up into the little playsets, I 
have to be with him just for safety reasons really. So independence is a big issue 
that I just have to constantly … know where he’s at all the time and just keep 
an eye on [him].

Declan’s growing independence does not negate Mandy’s need to be vigilant.

Schooling

Declan is fed through a tube which adds another layer to Mandy’s need to be con-
stantly on guard. This has also impacted Declan’s schooling. In the past they drove 
Declan to a blind school which was “two hours each way … the only blind school 
in our state … the drive was horrendous and exhausting and expensive.” This was to 
give Declan “what he needs a school dedicated to blind kids”. Declan left that school 
due to his feeding tube as it was

about having somebody there to feed him … it got to the point where I couldn’t 
bring him to school some days because there would be nobody there to feed 
him, and it just became a big mess to the point where Declan didn’t want to go 
to school, and Declan was so excited about school at one point … he loved it, 
he wanted to go, he was ready to go even though I wasn’t really ready to let 
him and it just ended up being … just a disaster … blind school was my guess 
[emphasised] of what was best, and it ended up not being great … it’s difficult.

Declan needs assistance and protection, but Mandy acknowledges her lack of readi-
ness to let Declan take risks.

Fear for her Son’s Future Life

When Declan was born there was an option to place him in an institution. Mandy was 
not offered this at the time of his birth, but she could have very easily said she did not 
want him and because of the State laws at the time, no one would have fluttered an 
eye and arranged for Declan to be institutionalised. She reminisced:

It was terrifying to know the kind of world he was going to have to grow up 
in, and it’s not the same world anymore. And don’t get me wrong, there’s still 
plenty of things to work on and fix, but it’s improving … at least in that area, 
people with disabilities are being seen as human beings. And I mean I can just 
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say that we don’t get stared at the way we used to. We don’t get approached the 
way we used to.

Mandy acknowledges that things are changing but not necessarily quickly enough to 
allay her fears about Declan’s future.

Isolation

Mandy experiences isolation in several ways. Some of these are immediate to Declan, 
gaining respite which includes issues of baby-sitting and feeding, and the accompa-
nying financial stress. Others are concerned with living in a small rural town com-
munity. In addition, Lacy experiences, physical burn out, tiredness and exhaustion, 
which make it difficult for her to maintain quality time within relationships. Mandy 
experiences grief and is aware that all these factors contribute to her isolation.

Gaining Respite

Declan’s physical needs are seemingly never-ending. For example, she has difficul-
ties in gaining babysitters because Declan needs to be tube fed every four hours. She 
explained,

Our biggest challenge in letting other people care for him … his vision impair-
ment is not a huge issue because he knows our home, and we’ve made it safe 
for him … we can find people who would come to our home and watch him and 
… we could feel safe, but because he’s got the feeding tube, that adds another 
layer because people who don’t have experience with a feeding tube, they don’t 
feel comfortable with it, and I don’t blame them.

Mandy admits that she was initially uncomfortable with the feeding tube and recog-
nises that it can make “people very standoffish and apprehensive to care for him”. 
For the past few years, her solution has been to feed Declan and then she can have 
four hours’ respite and go out somewhere but often “it just kind of comes to the 
point where it’s not even worth it.” Mandy seems to hope that Declan becomes less 
dependent.

Challenges: Small Town, Schooling and Finance

Although a small town would appear to be of psychological and psychosocial benefit, 
once Declan is known and accepted it has financial drawbacks when attempting to 
have Declan fully supported within the public school system. Mandy explains:

It’s actually a small town. We have very little here, which means that we have 
very little money, which means that my child who needs very expensive things 
and very special things … it’s really difficult to get them for him because the 
money just not there.
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Declan would have been the only blind child LwFED within the entire local school 
system. Mandy explained that she needed to “think realistically – is he going to get 
what he needs?”. Mandy knew the school and his teachers would “do everything that 
they could because they really did care, but their hands are tied … they can’t just 
make money here.”

Mandy explains there were options for schooling Declan like the blind school 
mentioned above that was her idea of “what was best, and it ended up not being great 
… it’s difficult.” Due to Declan’s additional needs and no funding to draw upon, 
Mandy decided to home-school Declan. He is:

in a home school co-op with other children, and none of them are blind. There 
are several who have disabilities, so it’s a very open subject there and we’re 
allowed to talk about it. It’s a very comfortable place to talk about it, the family 
is welcome you know to talk about it, and so we just talk about it, and it’s given 
us a forum to talk about it, and it’s given him the ability to realise that he’s dif-
ferent, and also the ability to sort of like respond when people ask.

Mandy has found a small social group within which she feels less isolated.

Tiredness and Exhaustion

Mandy finds it exhausting because she is constantly on guard, with little opportunity 
to relax. On the rare occasions she does get the opportunity Mandy finds herself in 
uncharted territory. She explained:

It’s tiring to constantly have to be [on guard] … I have a hard time with relaxing 
… some of my friends tell me I need to just take some time and relax. I honestly 
don’t even know that I know how … it’s just I don’t do it, I don’t really get to 
do it very often, so it’s hard … when I do have a chance, it’s hard to actually 
release and chill out.

Mandy imagines “times where I just wish I could just sit down and watch him play 
… or just have him walk next to me into the store.” She feels that this impossible and 
explains,

“we’ve adjusted … it’s not like a begrudging thing because I mean I’m his mum 
and it’s my job to keep him safe, and if that’s what it takes, then that’s what it takes”. 
She speaks of the emotional and physical toll this has upon her stating “it is tiring and 
… and I mean emotionally tiring as well as physically”.

Being constantly ‘on guard’ and keeping watch over her child causing extra vigi-
lance often keeps her body and mind on alert. She is so used to being on such a high 
state of ‘alert’ physically, emotionally and mentally, when she has time to “release 
and chill” she finds it a difficult task to accomplish.
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Relationships

Raising Declan LwFED and his additional needs takes a toll on Mandy’s relation-
ships with her husband. She explains, “we just don’t have a lot of time together … 
for each other, … right now the focus is on raising our kids and taking care of them, 
and that takes up so much energy and so much time.” She alludes to the physical and 
emotional impact of raising Declan that has a toll on their marital intimacy, “at the 
end of the day when it’s bedtime, you know we’re passing out … I mean it makes 
it hard to really have relational time, like to spend time together.” She would like to 
spend more time with her husband and regrets the ability to have a “date night” but 
considers it “one of those things … it’s just what Declan needs, it’s just a season, it 
won’t last forever.”

Mandy ‘s relationships with friends takes a back seat due to the stress and dif-
ficulty in either finding a competent babysitter or her friends places are not “Declan 
friendly”. Mandy explains that it is “really hard to have relational time” because she 
needs to feel Declan is safe in a “perfect set-up.” This means that she misses spending 
time with friends, explaining that “I hardly ever get to see any of them.” Ultimately, 
“it just doesn’t normally pan out that way, so we just don’t get to spend a lot of qual-
ity time with many people.” This extends to her husband, as she adds “including each 
other.”

Mandy feels restricted in her ability to maintain friendships and make new friends 
for herself and Declan. She illustrates herself isolation from other mums in the 
playground.

I couldn’t gather with them, I had to stay next to Declan on the playground. And 
so, at times it’s a little isolating because people don’t understand it, like those 
mums weren’t doing anything you know wrong or bad at all … they weren’t 
excluding me, I’m just naturally excluded from that because you know I have 
to be because his safety is more important than me you know getting to sit back 
and relax and chat with my friends.

Even Mandy’s friends do not incorporate or may leeway for Mandy’s level of vigi-
lance or need to be with her child, none try and include her by walking around with 
her whilst holding their conversation, rather, they chose to relax and chat leaving 
Mandy feeling isolated.

Grief and Chronic Sorrow

Grief is a major factor in isolation and is generally thought about in relation to the 
death of a loved one, however mothering a child LwFED, Mandy speaks of being in 
a constant phase of grief, “I mean I think the biggest thing about grief is you can’t 
stop it and fighting against it just makes it worse.” She recognises a need to self-care 
which is easier now that her children are older. She explained,

I usually get up early before they do and go for a run and listen to podcasts or 
audiobooks. I have a little garden, a little vegetable garden in the backyard and 
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I work in that. I read a lot of books, that’s my me time, that’s the things I do 
for me.

Mandy understands the need to give herself “me time, that’s the things I do for me” 
in order to combat the grief or allow for the expressions of grief to be.

For Mandy grief cohabits with mothering a child LwFED: “Grief is an ongoing 
companion, sometimes taking the best seat at a full table, other times off in the dis-
tance.” Mandy shares her struggles as a mum and shares her grief. She wishes that 
she could have a “traditional family meal”, but her family does not get to do that 
because Declan still eats.

via a tube rather than us sitting down to a family meal … It’s not a traditional 
family meal, but it’s our family meal. I’m giving my nine-year-old baby food 
and a sippy cup because that’s what he uses to drink still … I’m still feeding 
him every bite of food as if he was an infant in that respect.

Mandy images “a family meal with all the food out on the table and everybody’s serv-
ing each other and they’re all eating” but her reality is

I don’t even get to eat until after I’ve fed Declan … and then I can eat and we 
can try to converse. But then Declan is done so there’s this constant tug of war 
of sit at the table and eat with us, sit at the table and talk to us, here try this, 
you know smell this food, taste this food, try a bite of this food. So it’s very 
therapised.

Grief is not static, it does never leaves Mandy mothering a child with LwFED. Such 
grief is called chronic sorrow. She imagines a future where Declan eats by mouth, but

I will still have missed out on how ever many years of … he’s never had a slice 
of his birthday cake. If I bake cookies he doesn’t get to enjoy those. We sit 
down for a family movie and we have popcorn and he doesn’t eat, and so it’s 
just all these things that he can’t participate in and enjoy.

Even if it is different in the future, Mandy still grieves, “because I missed out on all 
those years and I didn’t get those things with him, because I still grieve I never got to 
breastfeed him, and I’ll never get that time [again].”

Mandy explains that grief cannot be stopped “and you just have to acknowledge 
it and give yourself what your body, what your mind, what your heart is telling you 
what you need during the grieving process.” She does not feel guilty if she needs “to 
not be around people for a while [or] if I need to go out with girlfriends and have 
coffee.” She focuses on “caring for myself so I can care for my family. But I try to 
really listen to myself and what I need and give that to me too and remember that I’m 
deserving of it.”

1 3

2589



Z. O’Dea, J. Southcott

Facing Society as Mother

As a mother, Mandy has had many different responses to Declan’s FED from others. 
This is where we gain rich, grinding, and ongoing insight of what it is like to be a 
mother with a child LwFED. We discuss these under the headings of Stares and dif-
ferent kinds of talk; and Surprise at Declan as an individual.

Stares and Different Kinds of ‘Talk’

Within the first interview Mandy gives examples of stares, gasps, insinuations/rude 
comments, whispers and avoidance by others. She explained how other people use 
pity often saying ‘Oh I’m so sorry’ as well as the well-wishers who think that because 
Mandy parents a child LwFED she deserves a badge of honour.

Mandy talks about the looks she lives through mothering a child LwFED:
“when Declan was a baby it was just constant like ogling … just people being 

really not tactful when they would speak to me about him.” This has continued,

We get a lot of looks, we get a lot of people noticing, and the noticing is very 
consistent, but after that, it seems like there’s a lot of different things that people 
can do, and I guess it just depends on people’s personality type and their life 
experiences. Sometimes we’ll have people notice and they’ll go on as if you 
know nothing at all. Sometimes we’ll have people notice and they’ll stare way 
too long. Sometimes we’ll have people notice and they’ll come up to us and 
talk, talk nicely. We’ve had a few people who’ve come up to us and say things 
that were rude.

She gave examples,

They would say stuff like what’s wrong with him? Why does his face look like 
that? And these are adults [and] that’s not okay for an adult. Now kids, I have 
some leeway for, but adults used to say stuff … I had an adult one time who 
jumped back away from my shopping cart and gasped when he saw Declan … 
and it was just exhausting.

Societal expressions of disgust and implied criticism are shared by Mandy:

When Declan was a baby, I had a guy walk up and [makes gasping sound], and 
I just wanted to stop him … or we’ll have people who insinuate things like – oh 
when are you going to have his eyes fixed? Like it’s not an appropriate question 
to ask. Like you don’t ask things like that. That’s not okay you know, like he 
deserves the same respect everybody else deserves.

Mandy speaks about “people whispering behind your back, you would know they 
were talking about you.” The miracle of parting of the red sea is still readily available 
for mothers whose child LwFED. Mandy described “standing in line somewhere and 
people would like get out of line because they didn’t want to be near us.” Mandy 
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speaks about the apologetic narrative she receives, other people pitying her: “I just 
get so often, oh I’m so sorry, and I tell people for what? You know I’m happy to be his 
mum, I’m happy that he is my child, like I don’t want somebody else to be his mum.”

Mandy explains how people may be sincere in their words do not know how very 
wrong their expressions of their perceptions of what mothering a child LwFED is. 
She recounted,

We had a guy come up to us just recently … I think he meant this as a compli-
ment, you could just see it on his face how sincere he was. He literally like 
knocked on our window at a gas station and [my husband] rolled down the win-
dow and we were kind of like what’s up? And we thought he was going to ask 
us for money, and he just went on and on and on … I don’t know how you guys 
do it … my heart just breaks for you guys … y’all are great parents for doing 
what you do … I couldn’t do it. You know kind of insinuating that we’re doing 
something special by raising our child, … and he meant it as a compliment and 
I get that, but on another level … would you walk up to somebody with a typi-
cal child and just say, I couldn’t do it, I don’t know how you raised that kid?

There are many different ways in Mandy and Declan encounter staring and avoid-
ance. The last example was an eye opener for Mandy as this stranger went above and 
beyond insisting them to wind their window down to speak about their child he had 
seen whilst at the petrol station. Mandy felt this to be an invasion of their privacy and 
totally inappropriate.

Surprise at Declan Being an Individual

Often people LwFED are seen of less intelligence. Mandy shares her view as a 
mother:

He’s a character, I mean he’s got this sense of humour that’s hilarious and peo-
ple are kind of surprised I guess by it. Declan’s really smart too, and … people 
find it very hilarious to see how smart he is, and it is really funny. You know 
when your kid, like your toddler does something that’s like above their level, 
and you’re like how did they figure that out? And you’re like surprised and 
entertained by it, and it’s kind of like that with Declan because it is more dif-
ficult for him to figure things out.

Other examples are when a child says “eww gross” and when people are surprised at 
how intelligent Declan is when they expect him to be “retarded” meaning mentally 
delayed which “has become a derogatory term, and so people with intellectual dis-
abilities didn’t want that word associated with them anymore. So as a society we’ve 
shifted, and we’ve made that change.” Ultimately, Mandy thinks this “has to do with 
being respectful of people with intellectual disabilities.” In the second interview 
Mandy shares how people in her small town receive nine-year-old Declan LwFED:
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people treat Declan like a kid … They’ll speak to him; they don’t mention his 
facial difference they’ll just be like hey how are you. And Declan’s a really 
friendly kid too, so sometimes he’ll speak first and … they’ll speak back, and 
he’ll say hi and they’ll say well hey, how are you? And he’s good, my name’s 
Declan and they’ll have a little conversation.

For Mandy this is the ideal situation, Declan being able to go about his business with-
out the stares and avoidance that has previously been discussed. Within his home-
town of 2500 people, Declan is being treated as a kid regardless of his FD. They are 
seeing him first rather than the FD. This is ultimately what Mandy wants to have 
happen anywhere he goes.

Faith

Mandy’s love for her child stems from her faith, which underpins her mothering. 
Mandy recalled a past event that became a catalyst for change. She recalls:

We were out trick or treating one year at Halloween, and this little girl started 
pointing and laughing at Declan … and this was the only time this has ever hap-
pened, it was so odd … [the little girl’s] dad turned around and realised what 
she was doing, he started pointing and laughing with her. And I was so mad that 
I just took Declan and I left. I didn’t say a word to them, I just left, and I walked 
away and I was so mad at myself. Declan was way too little to know, like way 
too little to understand, but I was so mad at myself for not defending him, and 
not letting them know that it wasn’t okay you know in that moment. And after 
that I was like no, I’m never letting that chance pass by again to do that.

Inner Vow

Mandy felt shame for not standing up for her son and made an inner vow that all 
interactions with society should not be harmful to Declan. This vow connects her 
faith and parenting.

She explains:

My biggest goal … with any interaction we have … is to make sure that Declan 
always feels valued and that any interaction we have is not hurtful to him. And 
so if we have an interaction with a kid who’s saying something that’s a little bit 
inappropriate, I immediately ask them to stop because I want Declan to know 
that he’s allowed to stand up for himself and he doesn’t have to be a doormat 
and let people say things about him, he’s allowed to say that’s not okay. And so 
that’s usually the first thing I’ll say – okay, that’s not nice, you know he can hear 
you and those aren’t kind things to say. If you want to know why his face looks 
different, I’m happy to tell you, but I’d like for you to be kind.
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Mandy has developed further strategies if this first attempt is unsuccessful: “I’ve just 
got more insistent and I’ve said I’m going to ask you stop one more time or we’re 
going to find your mum you know … and generally that makes them stop.” When 
asked if Declan was aware of the stares and avoidance of others, she answered that he 
does not realise the comments are about him as “there’s just a bunch of kids around 
talking and … they’re not saying his name … he usually doesn’t catch on imme-
diately unless it’s just really persistent. And then he’ll say hi I’m Declan.” Mandy 
thinks that Declan does not understand but as he gets older, her denial will not be 
possible.

Rewriting the Narrative

Mandy has taken onboard the need to rewrite the narrative of disability. She explains 
that in the past she had been “guilty of thinking” that “disability is bad, that people 
with disabilities are less than, and disability is tragic, to be pitied, linked with poverty 
… unintelligence, not a mental disability, not a mental impairment but unintelligent.” 
Mandy expands on her argument, “there are plenty of people with mental impair-
ments who are not unintelligent, and … and I call it a stigma, and … my theory is that 
the stigma exists because only one side of the story has been told.” Having made this 
decision, Mandy became an advocate, using social media “to tell the story and to set 
the records straight about what disability is.” She states that she is not an expert but 
then acknowledges that “I’m kind of an expert on this topic, so listen to me, … I have 
firsthand experience … here’s our life and here’s how it’s beautiful and here’s how 
it’s difficult.” She believes that telling her story can show others that “disabilities can 
happen … and highlight that disability is not to be pitied.”

Taking a position of advocacy on social media has drawn criticism,
I’m had people tell me how dare I post pictures of Declan on Facebook because 
he has a disability. You would never say that to me about Abel … when it’s Abel 
I’m a proud mum posting pictures of my child. When it’s Declan I’m exploit-
ing him.

Mandy refuses to keep Declan hidden and persists:

I keep sharing and I keep sharing and I don’t care if there are people who don’t 
agree because for everyone person who disagrees, there’s a hundred more who 
get it, and I see them getting it, and people send me messages letting me know 
they finally get it, and before they didn’t, and it’s just pretty amazing

Mandy expects “backlash but … I know the truth, and the fact that some people
don’t agree with that truth doesn’t mean I’m going to stop telling the truth.” Mandy 

links standing up for the truth to her faith.
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Christ Follower (Christian)

Underpinning her motherly choices is her faith. She explains, “my family prac-
tices Christianity. We are Christ followers.” Her faith in Jesus is “the source of my 
strength.” Any choices she makes, such as the decision to home-school is “talked 
about with my husband a lot and [I] did a lot of research and prayed about it a lot.” 
She attributes her strength as a strong mother to her faith:

people say oh I can’t believe how strong you are, you’re so strong to do what 
you do, … and it’s been the leadership of God and the sovereignty of God that 
has just guided me through. [Faith] sort of takes the pressure off me … I don’t 
have to be a perfect parent, I don’t have to have all the answers, and … there 
is immense pressure with Declan, but… it’s not the pressure that he’s got to be 
socially where all the other kids are, or socially he’s got to be accepted. Like it’s 
not a popularity contest because he’s a child of God no matter what, and that’s 
the most important thing, and sort of where we focus and where we centre, and 
having our faith keeps us in that centre.

This belief system drives Mandy to share Christ’s unconditional love towards Declan:

I’m happy to be his mum, I’m happy that he is my child, like I don’t want 
somebody else to be his mum. I wouldn’t give him up for the world. I wouldn’t 
give him up for ten healthy children you know. I want him, I want who he is, 
and I take him fully and unconditionally, and that’s what … love really is … 
it’s unconditional.

Grief with Jesus and Biblical Scriptures

She takes her grief to Jesus finding comfort in her relationship with Him and His 
word, finding solace in the Bible, her constant companion. Jesus’s words soothe and 
offer her hope:

“I read a lot of scripture and repeat the promises … believing and holding onto 
those.” She offers an example, when Declan was just first born,

Psalm 139 says “For you created my innermost being, you knit me together in 
my mother’s womb … I am fearfully and wonderfully made” and I repeated 
that over and over and over to myself in my head about Declan to remind me 
that God wasn’t making a mistake, that this didn’t take him by surprise and that 
he knew what he was doing and … because there was a time when I was just 
angry and thought God did something wrong or … he missed what was going 
on in my life, that I’d somehow missed his radar.

Mandy would “hang onto those kind of promises” and when he was born:
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I just repeated a scripture in Isaiah over and over that talked about when you go 
through the deep waters ‘I will be with you and they will not overtake you’ … 
that promise over and over and over … in the moments where I felt like I was 
being overtaken I would remind myself of that, that God said that I will not be 
overtaken. And even when I didn’t believe it, I would still remember it.

More recently Mandy found a:

verse in Romans that talks about Abraham and the father of many nations and 
how his faith is what is counted to him as righteousness because he didn’t have 
Jesus at that time, and there’s a verse in Romans that says Abraham hoped 
against unbelief and that just kind of shook me because even Abraham had 
some unbelief, but even in his unbelief he hoped … and that … I think that’s 
what I’ve always done without realising that’s what I was doing … it didn’t 
look it, it didn’t feel like it, it didn’t seem like it and I didn’t really believe it, 
but I hoped against hope that God’s promises were true and that’s what I’ve 
held onto.

Relying on her relationship helps Mandy keep steady within the undulating waves of 
grief or chronic sorrow as they rise and fall whilst mothering Declan LwFED.

Discussion

The overarching themes of: vigilance; isolation; facing society as mother, and faith 
(see Table 1) interweave, warping and wefting, creating Mandy’s lived experience as 
a mother whose child LwFED. Her QoL is clearly affected by having a child LwFED. 
All of these themes are a constant hum in the background of her life, sometimes one 
takes precedence. For example, isolation emerges when she goes to the playground 
or has sparse time with her friends and husband. Going to the playground or going 
into new territory such as her girlfriend’s new house with 17 stairs requires extra 
vigilance which swallows precious time with her friends creating a daily cycle of iso-
lation, loneliness, and grief. Grief occurs especially around family mealtimes when 
Mandy longs for a more ‘traditional’ meal with everyone eating and drinking (not out 
of sippy cups). Mandy ascribes how she deals with such isolation/loneliness, being 
extra vigilant and grief chiefly to her faith in Jesus Christ.

Vigilance

Vigilance is best described as a state of constant watchfulness or alertness or caution 
(Zeleny, 1992). Vigilance has been investigated in an array of mothers with children 
with various issues (Butner et al., 2011; In-Albon et al., 2010; Mandalayala et al., 
2014; Meakins et al., 2015; Medhurst, 2002; Sullivan-Bolyai et al., 2002), Mandy’s 
extra vigilance is apparent as she describes the ongoing difficulties of Declan’s FD, 
blindness and feeding. She struggles to leave him on playgrounds, cannot rest at 
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friend’s places, and has had to re-think schooling which has caused further financial 
stress.

Sullivan-Bolyai et al. (2002) suggest that constant vigilance can be clustered into 
three areas such as “ongoing monitoring of illness-related care, … identifying appro-
priate and safe resources that could meet the child’s needs and … ‘juggling’: illness 
related care with the developmental needs of the child” (p. 24). Mandy exhibits all 
three kinds of constant vigilance and sometimes she slips into exaggerated vigilant 
parenting. Meakins et al. (2015) found collective influences that culminate in vigi-
lant and exaggerated vigilant parenting. Typical parenting involves things like family 
beliefs, parenting styles and child temperament. Vigilant parenting includes these and 
adds child vulnerability, complex care and monitoring requirements, insufficient or 
unreliable support. Exaggerated vigilant parenting includes the previous two catego-
ries plus persistent uncertainty, elongated stresses on parent and parental isolation.

Being vigilant comes with mothering but being extra vigilant is exhausting and 
requires a lot of effort. Continuing being as vigilant or as Mandy calls “extra vigilant” 
may become stifling to Declan as he gets older, exacerbated by not allowing him to 
‘flex his independence’ in age-appropriate ways. Mandy anticipates future problems, 
for example if Declan were to be hospitalised and seen as ‘different’, without her vig-
ilance he might be institutionalised or somehow treated as less than or disrespected. 
She is trying to create a new narrative in which Declan’s life matters.

Isolation

Isolation is prevalent in literature regarding the lived experience of people LwFD 
either congenitally or acquired for example through cancer (Askins & Buck, 2014; 
Bowers, 2008; Hearst, 2007; Newell & Marks, 2000; Person et al., 2008; Rumsey & 
Harcourt, 2007; Stacey & Edwards, 2013) O’Dea (2018) identifies isolation as one of 
her constant battles she daily faces eye to eye LwFED.

Existing research addresses mothers who have a child who have a physical or 
mental disability telling of the isolation and loneliness of parents that reduces QoL 
(Ahmadizadeh et al., 2018; Alkan et al., 2017; Miskam et al., 2017; Navab et al., 
2018; Ones et al., 2005; Person et al., 2008; Pileggi, 2017; Pileggi et al., 2018; Pisula 
& Porębowicz-Dörsmann, 2017; Scheller et al., 2020). Pileggi et al. (2018) state:

Caring for a child with a [facial] difference or disability further complicates 
discourses around mothering … the fact that mothers share in the stigma and 
marginalization of their children with [their mental or facial] differences [moth-
ers] have their own sense of self-worth and competence as a parent eroded as 
they come up against negative societal views. (p. 250)

Our exploration of the lived experiences of Mandy a mother whose child LwFED 
offers ground-breaking engagement with her voice. In accord with the tenets of IPA, 
we view Mandy as the expert of her own experience. In our study, isolation extends 
towards the main care giver, Mandy in her mothering of Declan LwFED. Erosion of 
QoL and isolation is evident within Mandy’s descriptions of the difference of sharing 
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pictures of her son Abel as opposed to the negative societal views of sharing pictures 
of Declan.

Facing Society as a Mother

Facing society as mother, the third theme is presented within this discussion relating 
to grief. Grief over being isolated from her friends and family, but this runs deeper 
as grief is prevalent in Mandy’s story. Freud began the journey into grief and loss 
with many other theorists following (Field & Horowitz, 1998; Freud, 1957; Gilbert, 
1998; Love, 2007; Neimeyer, 2000, 2001; Neimeyer et al., 2010; The, 2012; Witney, 
2012; Worden, 2014, 2018). In a rare study linking grief with FD related to head and 
neck cancer, Callahan (2005) theorises five steps in recovery including confronting 
the loss, confronting possible denial, reframing the experience and integration of the 
experience. None have investigated the grief attached to mothering a child LwFED. 
Worden developed a sequence of tasks which the mourner can visit and rework over 
time. His four tasks are: Task 1 – to accept the reality of the loss; Task 2 – To process 
the pain of the loss; Task 3 – To adjust to an environment where the deceased is miss-
ing and Task 4 – To emotionally relocate and memorialise the dead person in a way 
that one can move on with life (Worden, 2014, 2018).

Grief

Most grief theories focus on the death of a person, but Mandy is living with grief as 
the mother of a child LwFED. Her grief is evident throughout the interviews and is 
woven into daily routine. An example of grief in Mandy’s experience is their unique 
family meal setup wherein one family member does not partake in the food lovingly 
prepared by Mandy.

In a dual process model (DPM) of grief, Strobe uses the word oscillate, listing two 
alternating stressors associated with loss: (1) those related to the loss and (2) those 
related to restoration (Strobe & Schut, 2005, 2010), implying people whose loved 
one has passed oscillate between “grief itself and reengagement with a world trans-
formed by their loss” (Worden, 2014, p. 96). Mandy can be found oscillating in many 
ways: between what she thought her newborn would look like and what is; what 
she imagined family mealtimes would be like, and what is; how she would like to 
develop and maintain relationships with friends and husband, and what is. She can be 
seen accepting the loss of what she thought Declan would look like as a baby as seen 
in Worden’s theory and is able to process the pain of loss and adapt to an environment 
of what is instead of what ‘should have been’, however she oscillates or has to spend 
more time on the tasks of processing pain of loss and adjusting to an environment of 
what is or what Strobe calls stressors, those related to the loss and those related to 
restoration continually.

This is an ongoing process which Declan and Mandy will experience in many life 
milestones yet to be achieved, such as finishing primary school, finishing secondary, 
and getting a job. All these milestones will be filled with some grief over what could 
have been as opposed to what is. This type of grief can be viewed as chronic sorrow 
whereby there is a pervasive feeling of sadness which can intensify at different life 
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milestones and is persistent throughout life (Liedstrom et al., 2008; Lindgren et al., 
1992; Masterson, 2010; Northington, 2000; Olshansky, 1962).

Faith

What is unique is the way in which Mandy processes the grief attached to mothering 
Declan LwFED. It is her faith in Christ to help accept the reality, process the pain 
and adjust to an environment of what is, through prayer and recounting scripture 
regardless of whether she harbours the occasional doubt. This resonates with Calla-
han’s notion of integrated experience (Callahan, 2005), however LwFED is alive and 
active requiring many more reframing of new experiences related to the original and 
integration of that experience, oscillating Wardens and Callahan’s tasks and Strobe’s 
stressors.

Faith enables Mandy to rise and advocate for herself as well as her child, posi-
tively affecting her QoL. Mandy’s faith in Christ adds a level of protection, it enables 
her not to settle with the way things are, but accept them, meaning she cannot change 
what transpired within her womb, but she can journey through life with the assistance 
of her personal relationship with Jesus and reading the Bible. O’Dea (2018) agrees 
with Mandy, having a personal belief system of faith in God as being one of the major 
reasons leading to her resilience and why she can live in a world which is unsavoury 
towards her LwFED. Acceptance does not mean what is happened/happening is fair, 
right or just, rather, it is a vehicle in which we can learn to heal and engage with the 
world as it is. There is limited relevant literature written regarding Christian faith and 
grieving (Borland Jr, 2017; Hall, 2018; Slater, 2014).

Limitations

General limitations of this study are that this research highlights one case study of 
a participant’s lived experience being a non-FED mother mothering a male child 
LwFED, as of such there is no generalisability being able to be made. Rather this 
research extrapolates and widens the scant literature available on the lived experi-
ence of mothers with children with disabilities. There is no known literature that 
approaches the lived experience of mothering a child living with FED. Pileggi (2017) 
and Pileggi et al. (2018) write specifically about mother-daughter relationships 
whereby the daughters identify as living with FD. There is no identified literature 
found specifically focusing on a non-FED mother mothering her male child LwFED. 
This study is ground-breaking research in relation to the FD/FED communities.

Conclusion

Ultimately, grief and chronic sorrow impacts every facet of Mandy’s QoL. Mandy 
provided her rich expert experience of what it is to mother a child LwFED. Within 
the two lengthy interviews given three years apart, we see the hum of the overarching 
themes of vigilance, isolation, facing society as mother, grief and faith. Each one of 
these ascribed themes constantly trudging alongside her mothering. This paper pro-
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vides a voice to one mother with a child LwFED. It does not assume to draw gener-
alisations as this is an IPA case study although there are resonances with how other’s 
lived experiences of mothering may be impacted by grief and chronic sorrow which 
in turn impact QoL. In this one unique case, we discuss the complexity and inter-
weaving of challenges and chronic grief that challenge a mother living with a child 
LwFED. We do not suggest answers, rather we highlight the importance of looking 
deeply into the life of individuals in difficult circumstances whose QoL is poor due 
to the conflicting demands of self-expectation, the challenges of societal behaviours, 
the shortcomings of professionals and institutions, and the over-riding sense of isola-
tion. We suggest further research is required, focusing on advocacy and professional 
help for families, and educating society to change the culture of stares and avoidance 
into one of acceptance. There are organisations such as Karibu Anawim in Australia 
that seek, resource and nurtures individuals, their families, and provide community 
education. This paper is intended to open dialogue and offers an insightful and telling 
narrative of a non-FD mother, mothering a child LwFED and the impact this has on 
the QoL of her, her son, her family, and others.
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