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Abstract

The transition to motherhood starts early in pregnancy and is completed when the mother feels
competent in caring for the infant. Becoming the mother of a child with disabilities is demanding as
their needs are complex. The aim of the review was to appraise completed qualitative and
guantitative reports on the challenges of mothers of children with disabilities regarding their own
transition to motherhood. A review of the literature was carried out through, first, a computerized
search strategy to identify relevant studies from selected databases and, second, quality appraisal
and thematic analysis of selected studies. The transition to motherhood of children with disabilities
takes place in the inside world at home, the outside world external to home and the ‘going-between’
world of travelling between the two worlds. The mothers are challenged at home to integrate basic
infant care with technical care of their children. In the outside world they often struggled to ensure
that their children got the necessary professional care. Travelling between their homes and
healthcare services posed many problems.

La transition vers la maternité commence au début de la grossesse et la transition s’est terminé
guand la mere est compétente pour étre capable de soigner pour I'enfant. De devenir la mere d'un
enfant handicapé est exigeant parce que leurs besoins sont complexes. L'objectif de I'étude était
d'évaluer a la fin les rapports qualitatives et quantitatives sur les défis de meres d'enfants
handicapés en ce qui concerne leur propre transition vers la maternité. Une revue de la littérature a
été réalisée par le biais, d'abord, une stratégie de recherche informatisé pour identifier les études
pertinentes a partir de bases de données sélectionnées et, deuxiemement, I'évaluation de la qualité
et de I'analyse thématique des études sélectionnées. La transition vers la maternité des enfants
handicapés a lieu dans le monde dans la maison, le monde dehors de la maison et dans le monde
»qui se trouve entre ces deux mondes » c.a.d. le monde de voyage entre ces deux mondes. Les
méres sont contestées a la maison pour intégrer les soins de bases comme les nourrissons avec un
soin technique de leurs enfants. Dans le monde dehors de la maison, ils ont souvent lutté de donner
la securité a ce que leurs enfants ont obtenu les soins nécessaires qui doivent étre professionnels.
De voyager entre leur domicile et les services de soins de santé a posé beaucoup de problemes.
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Introduction

New motherhood is a period of transition (Barkin & Wisner, 2013). First-time mothers experience
the transition as challenging (Darvill, Skirton, & Farrand, 2010) as they come to terms with the
implications of having to take care of (Basnyat & Dutta, 2012) and becoming attached to their babies
(Fourquier, 2011) within a specific cultural context (Kennedy et al., 2014). Culture determines the
views of people regarding motherhood and the caring for children (McQuillan, Griel, Shreffler, &
Tichenor, 2008). Although there are many similarities in how new mothers in a cultural group
experience the transition to motherhood it remains a personal and unique experience for each

individual (Nelson, 2003).

Background

Women who desire to have children consider motherhood as intertwined with womanhood (Park &
Hill, 2014) and view becoming a mother as a natural progression of adult femininity (Mahler &
Saungeres, 2007). Giving birth means to them a transformation from being selfish young adults into

selfless mothers (Malacrida & Boulton, 2012).

Selflessness being synonymous with motherhood (Barkin & Wisner, 2013) is in accordance with a
traditional gendered expectation that women should first be wives and mothers. Should there be
time mothers should be part-time involved in employment (Jacques & Radtke, 2012). This
expectation is currently still supported by some young female adults who plan to become mothers. A
study by Herman, Lewis and Humbert (2013) of young women scientists and engineers found that
they willingly sacrificed career opportunities and progression after the birth of their children. A
group of psychology female students in a study by Jacques and Radtke (2012) expressed their right
to choose their own life paths, which included what they called intensive mothering. They wanted to

put their children first and their professions second.

Many mothers view selflessness as a requirement of good parenting (Hey & Bradford, 2006) to the
extent that their lives get organized around their children (Read, Crockett, & Mason, 2012) and all
other mothers who do not do the same are labelled by them as bad mothers (Fouquier, 2011). The
media contributes to the ideal image of mothers by portraying them as selfless and at the same time
slim, tastefully dressed and always happy (Hadfield, Rudoe, & Sanderson-Mann, 2007). These myths
lead to many mothers feeling inadequate (Choi, Henshaw, Baker, & Tree, 2005), as they cannot live
up to the expectations (Sevén, 2012). For many new mothers motherhood comes as a shock. It is
very different from what they expected and they are often surprised that their friends or the nurses

at the clinics had not warned them about the many challenges (Read et al., 2012).



Maternal distress is experienced when the challenges of motherhood cause the women to have
feelings of anger (Fouquier, 2011), anxiety and depression (Rallis, Skouteris, McCabe, & Milgrom,
2014). It can happen during pregnancy or in the postpartum period (Van Bussel, Spitz &
Demyttenaere, 2008) when body dissatisfaction contributes to occurrence of maternal distress
(Clark et al., 2009). Social disadvantages such as difficult financial circumstances enhance the risk of
distress (Morgan & Eastwood, 2012). Women with a history of depression (Britton, 2008) and poor
partner support (Milgrom, 2008) may find it challenging to cope with the demands of motherhood.
The additional role, namely that of motherhood that they have to fulfil, may deplete their coping

resources (Emmanuel & St John, 2010).

Vulnerable mothers are at an even greater risk of not being able to cope with motherhood. Single
women and those who experience inadequate support from family often experience feelings of
desperation and hopelessness at the birth of their babies (Muroz et al., 2013). Adolescent mothers
are considered to be too young for the demands of motherhood (Wilson & Huntingdon, 2006) and
women who delay motherhood may develop complications during pregnancy and birth and may find

it difficult to change their lifestyles to accommodate babies (Shelton & Johnson, 2006).

Women who give birth to children with disabilities are also vulnerable. Answers to the question of
whether their circumstances force them to be even more selfless than mothers with babies without
disability are not readily available. The transition to motherhood is, according to Mercer (2004),
completed when the mothers feel confident in taking care of their infants. The period is often longer
when infants with disabilities are born. The situations that these mothers have to adjust to are much
more complicated and the needs of the infants are much more complex than in the case of the birth
of infants without disability. Most mothers with children with disabilities only become confident to

care for them when the children are six years old (Azad, Blacher, & Marcoulides, 2013).

Aim

The authors aimed to study existing research reports on the challenges that mothers of children with

disabilities experience in their transition to motherhood.

Method

A review of literature was carried out through a computerized search strategy to identify relevant
studies from the following databases: ACADEMIC SEARCH PREMIER, SCIENCE DIRECT, SPRINGERLINK
and TAYLOR AND FRANCIS from 2004 to 2014. The search terms used were ‘transition to

motherhood’, ‘being mothers’, ‘becoming mothers’ and ‘children with disabilities’.



The inclusion criteria for studies to be included in the review were: 1) written in English; 2) published
in a peer-reviewed journal; 3) a focus on the transition to motherhood; and 4) a focus on the period
from birth until the children were about seven years old. According to the exclusion criteria,

editorials, expert opinions and literature reviews were not included as resources for the review.

The initial search delivered a total of 1513 reports; 89 from ACADEMIC SEARCH PREMIER, 424 from
SPRINGERLINK, 885 from SCIENCE DIRECT, and 115 from TAYLOR AND FRANCIS. The total number of
reports was initially reduced manually by screening the reports’ titles and abstracts independently,
using the inclusion and exclusion criteria. Through a discussion of the outcome of the screening
process consensus was reached on the final number of reports: this number comprised 3 from
ACADEMIC SEARCH PREMIER; 10 from SPRINGERLINK; 15 from SCIENCE DIRECT; and 25 from TAYLOR
AND FRANCIS. The full text of the 53 reports was read and the number of reports was reduced to 10.
The excluded reports did not focus on the transition of women to become mothers of children with
disabilities. Ten reports focused specifically on the transition to motherhood of women who gave
birth to children with disabilities. The reports were from studies that had been done in the United

States of America, United Kingdom, Brazil and Belgium.

The information from the selected reports was summarized according to the authors, year of

publication, research setting, research design, participants, and research methods (Table 1).

Quality appraisal of the reports

The focus of each article chosen was the methodological strengths and weaknesses and a
consideration of the worth of the paper in terms of the transition to motherhood when a child with
disability is born. Appropriate appraisal checklists were used to assist with the rigour of this process:
the 22-item STROBE for quantitative cohort studies (Von Elm et al. 2007; Strobe statement 2007

http://www.strobe-statement.org/index.php?id=available-checklists): the 22-item STROBE for cross-

sectional studies (Von Elm et al. 2007, Strobe statement 2007 http://www.strobe-

statement.org/index.php?id=available-checklists); and the 32-item COREQ for qualitative studies

(Tong, Sainsbury & Craig, 2007).

The articles appraised with the COREQ scored between 12 and 22 out of the 32 criteria. The criteria
of the checklist were the provision of insufficient information, the relationship of the researchers
with the participants, how participants were approached, how many people refused to participate,

and the data collection method.


http://www.strobe-statement.org/index.php?id=available-checklists
http://www.strobe-statement.org/index.php?id=available-checklists
http://www.strobe-statement.org/index.php?id=available-checklists

All of the STROBE-evaluated articles met at least 15 of the 22 STROBE statement criteria. However,
variables, potential sources of bias, the timing of data collection, and how the sample size was
determined were rarely mentioned. The titles of the studies did not always provide sufficient

information about the study design.

Of the ten studies included, two studies (one quantitative cross-sectional study, and one mixed-
method study) were evaluated using the STROBE checklists and nine studies (six qualitative studies,
one mixed method study, one qualitative case study, and one secondary analysis of three qualitative
studies) were evaluated using the COREQ checklist. In-depth and semi-structured interviews were
mainly used in the qualitative studies for data collection. In the quantitative studies existing

instruments were used. See Table 1 for additional information.

Analysis of the reports

The review studies were analysed thematically according to the perspectives of Nicholl and Begley
(2012) who describe the care of the child with disabilities as taking place in an “inside world at
home, the outside world external to the home, and a ‘going-between’ world of travelling between
the two worlds” (Refer to Table 2.) The differentiation of where the transition to motherhood takes
place is in accordance with the ecological contexts for human development — the micro-system (the
homes of the mothers); the meso-system (the relationship between micro-systems); and the exo-
system (the work-environment of the mothers and the healthcare services and social services that
they use for their children); and the macro-systems (the perspectives of people based on their
cultural perspectives that motherhood should lead to the development of healthy and responsible

adults) (Garbarino & Ganzel, 2000).

Results

The transition to motherhood took place in the inside world at home, in the outside world external

to the home and in ‘going-between’ the inside and outside world.
Transition to motherhood in the inside world at home

The mothers of children with disabilities experienced challenges in integrating ordinary childcare
activities, which they described as bathing and dressing, and maintaining the safety of the child
(Nicholl & Begley, 2012) with the technical care that their children required (Redmond & Richardson,

2003). They had to develop technical care skills that are usually associated with nurses and



physiotherapists to meet the needs of the children (McKeever & Miller, 2004). In order to combine
ordinary care with technical care they had to keep to very strict schedules (Redmond & Richardson,
2003) and to ensure that the children receive the necessary treatment and therapy from the

relevant service providers (Roskam & Schelstraete, 2007).

The children in the review studies were fragile (Redmond & Richardson, 2003) and often
experienced health challenges that confronted their mothers with their possible deaths (Nicholl &
Begley, 2007). The mothers could only focus on the present, as future perspectives might not have
existed (Bingham, Correa, & Huber, 2012). In the transition to motherhood, when children without
disabilities are born, the focus is on the future and the preparation of the children to become
responsible adults (McKeever & Miller, 2004). The mothers in the review studies, however, knew
that their children would not develop into responsible independent adults because of their
disabilities (Rogers, 2007), notwithstanding the inputs that they made in the day-to-day care of the
children (Green, 2007) and the many sacrifices that they made to improve their situations
(Landsman, 2005). Society unfortunately tends to devalue the motherhood of these women, as the
outcome of their mothering is not associated with the rearing of productive citizens that contribute

to society (McKeever & Miller, 2004).

The mothers believed that only they could deliver the care that the children needed and that it
should be delivered at home (Nicholl & Begley, 2012). They were convinced that they knew their
children and the needs of their children better than anyone else could (Redmond & Richardson,
2003). In hospitals and other institutions their children would not get the quality individualized care

that they could provide at home (Nicholl & Begley, 2012).

The women considered themselves as the only people who were so connected to their children that
they could understand their needs without the children communicating these to them (McKeever &
Miller, 2004). By watching them closely the women could tell when something was wrong or what
the children needed. They watched them every minute of the day and were also aware of changes in

their condition at night (Nicholl & Begley, 2012).

Good mothering referred, according to the women, to their ability to cope with the demanding
needs of their children while they considered themselves as bad mothers when they got tired and
experienced their circumstances as challenging (Rogers, 2007). The participants in the study of
Bingham, Correa and Huber (2012) were of the opinion that mothers are supposed to cope and to
keep on coping notwithstanding the circumstances. The women who also had other children found

coping with the demands of the children with disabilities and the needs of their other children very



demanding. The participants in Green’s (2007) study, who also had other children, tried their utmost

best to create family dynamics as close as possible to normative.

The mothers of children with disabilities were very reluctant to admit that they found it difficult to
cope with the demands of caring for their children. When they got irritated and lost their patience
with the children they blamed their feelings on being tired rather than on not being able to cope
(Fiamenghi, Vedovato, Meirelles, & Shimoda, 2010). The children required much support and the
mothers got tired of attending to all their needs (Seymour, Wood, Giallo, & Jellett, 2013). The care
that the children with disabilities needed was time consuming and exhausting (Green, 2007). The
children did not become less dependent on their mothers as they got older and their care did not
become less exhausting (Nicholl & Begley, 2012). They got heavier and their disabilities became
more obvious and impacted more negatively on their development to the extent that their care

became more challenging (Rogers, 2007).

Transition to motherhood in the outside world external to home

The findings of the review indicated that the many demands on the time of the mothers of children
with disabilities in many cases forced them to give up the employment that they had prior to the
birth of the children or had to adjust to part-time employment (Redmond & Richardson, 2003).
While the fathers of the children carried on building their careers the mothers became the primary
caregivers and thus had to re-adjust their expectations about furthering their careers (Green, 2007).
Notwithstanding these sacrifices the mothers reported that they experienced many rewards in
taking care of their children (Redmond & Richardson, 2003) that they would not necessarily have

experienced under other circumstances (Green, 2007).

In the selected studies the mothers wanted to keep the children at home and wanted to take care of
them. They did not want to relinquish their main caring role (Redmond & Richardson, 2003) by
having their children admitted to full-time institutional care. Instead of feeling sorry for themselves
they developed strong coping strategies and positive images of themselves because of their abilities
to cope with the demands of being the primary caregiver of their children (McKeever & Miller,
2004). The challenges that they had to cope with made them sensitive to the needs of others and

thankful for the positive aspects of life that one could easily take for granted (Bingham et al., 2012).

The transition to motherhood of children with disabilities was made difficult through the fragmented
care and poor support from healthcare services (Redmond & Richardson, 2003). The women had to
use different services on premises far apart and had to explain repeatedly the disability of their

children and their needs to healthcare personnel (Green, 2007). They preferred coordinated care so



that only one facility could be used for all the services that their children required. A lack of
information regarding the available healthcare services also made it difficult for them to access

some of the services to the detriment of the development of their children (Bingham et al., 2012).

The findings of the review emphasized the women’s willingness to demand appropriate care for
their children (McKeever & Miller, 2004) in order to ensure that they got the best possible
healthcare (Green, 2007). Although the review studies were conducted in countries that are well
resourced regarding care facilities for people with disabilities, the mothers often had to repeatedly
contact doctors, nurses and therapists to arrange treatment for their children (Nicholl & Begley,
2012). Without such efforts their children would not have had the required care (Bingham et al.,
2012). In the process the women often had to endure aggression from the healthcare personnel to
the extent that they were threatened that their children would not get the care that they tried to get
arranged due to the ‘fights’ that the women had to put up (McKeever & Miller, 2004). The women
were very frustrated with the hospital-based approaches to care that the healthcare personnel had
prescribed to be carried out at home where the mothers had to improvise care to suit their

circumstances (Bingham et al., 2012).

The women in the review studies got more support for their own needs from other parents in similar
situations (Redmond & Richardson, 2003) than from healthcare- and social services (Nicholl &
Begley, 2012) and their own extended family (McKeever & Miller, 2004). They were of the opinion
that people who do not have children with disabilities do not understand the challenges that
mothers of disabled children have to face (Rogers, 2007). On the other hand the women often did
not want people to know that they found it difficult to cope with challenges related to the
disabilities of their children and thus pretended that they were fine and did not need any support
(Redmond & Richardson, 2003). They felt that they had no choice other than to deal with the

challenges (Landsman, 2005).

In the outside world the women wanted their children to meet the requirements of what is expected
of children and did everything in their power to dress them in such a way that their disabilities would
be covered. They were willing to spend more money on the clothes of these children than on the
clothes of their other children to show that the children with disabilities were worthy of good
clothes (McKeever & Miller, 2004). They also wanted them to do what children without disabilities
were capable of doing. To prepare their children to be included in the outside world became of
utmost importance to them (Fiamenghi et al., 2010), as they considered it as the only way that their

children would escape the pain of being stigmatized by others (Green, 2007). The mothers tried to



protect their children from being devalued and did not want them to be labelled as ‘disabled’

(Landsman, 2005).
Transition to motherhood in the ‘going-between’ world of travelling between the two worlds

The women experienced major challenges to travel between their homes and healthcare services.
All the equipment that is required to support their children to sit upright, or to walk or to be pushed
in had to be carried around (Nicholl & Begley, 2012). Such encumbrances discouraged them from
going outside their homes. They thus became isolated from others; even from their extended family
members (Rogers, 2007). With sufficient support from social services temporary respite care at

home could have changed the situation for them (Bingham et al., 2012).

When the mothers had to travel with their children with disabilities to other towns or cities they had
to make sure that they were familiar with the location of the nearest local hospital for any
emergency. They tried to pre-empt what care might be required and made the necessary

arrangements before the visits (Nicholl & Begley, 2012).
Discussion

The mothers of children with disabilities in the review studies had to overcome many obstacles at
home, outside home and moving between home and the outside world. They responded in
innovative positive ways to the challenges without complaining about the demands on their time,
energy and family life. They did, however, acknowledge that they got very tired because of a lack of
support from healthcare- and social services and from their extended families. They would have

been able to cope better with respite care at home.

In the transition to become mothers of children with disabilities the women relied on professional
healthcare personnel to support them in line with the medical model’s perspective regarding
disabilities. In the medical model the professional healthcare personnel are the experts in the care of
people with disabilities and they should be consulted for diagnosis and advice on treatment and care
(Landsman, 2005). The mothers of children with disabilities in the review studies considered medical
care as very important for their children, but unfortunately they had to struggle to get the
professional people to respond appropriately to their concerns about best care for their children. In
the medical model concepts such as ‘normal’ and ‘disabled’ are used and a binary opposition
between the two categories is implied. The child with disabilities should be treated through medical
therapies as disability is considered as a medical problem (Landsman, 2005). Parents who support
the medical model in dealing with their children with disabilities tend to be over-protective towards

them (Woolfson, 2004). The mothers in the review studies did not want others to take care of their
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children as they believed that other people would not be able to deliver the same quality of care.

They could be considered as over-protective.

Parents who want to be the primary carers of their children with disabilities can be supported by
health care professionals. In participation-based care parents of children with disabilities are
enabled to optimally take care of their children with disabilities at home. Therapists serve as
consultants and assist parents to develop their capacity to take care of their children and to use
necessary health care services (Palisano et al., 2012). In care based on permanency-planning children
with disabilities and their family members are regularly assessed and support is planned to address
the identified needs. A sense of belonging of the child is promoted, while the environment is
continuously upgraded to enable the family to take care of the child. The goal is to ensure that the
arrangement could be permanent (Johnson, Kastner & Committee on Children with Disabilities,
2005). Without sufficient support the health of the family members deteriorate to the extent that
they then can no longer take care of their children with disabilities that results in a disruption in care
with detrimental effect on the quality of life of the children (Byrne et al., 2010). The support should

focus on measures to enhance their physical and psycho-social well-being (Dixon et al., 2001).

The social model of disability focuses not on ‘curing’ the disability but on ensuring that people with
disabilities have quality life. The emphasis is on removing barriers to making it easier for people with
disabilities to function in society without any stigmatization (Woolfson, 2004). The participants in the
review studies were concerned about the way that society would treat their children. It was
important for them to integrate their children in society. A major obstacle that they identified for
the optimal functioning of their children with disabilities was the fragmentation of healthcare and
social services. When parents and when possible their children with disabilities are consulted when
healthcare and social services are planned and they remain involved in the evaluation of the
accessibility of the services optimal use of the services is ensured (Watson, Abbott & Townsley,

2006). Poor accessibility of healthcare and social services reduce the use of it.

Conclusion

Mothers of children with disabilities tend to describe themselves as being better equipped to take
care of their children than anybody else could. In the transition they had to make many sacrifices in
a situation of ‘no-choice’ but to deal with the challenges. In their transition to motherhood they
coordinated the care that their children required, as the services that healthcare and social service
professionals were fragmented. Healthcare authorities should revise policies if necessary to deliver

comprehensive coordinated care preferably in one facility to prevent travelling between facilities.
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With the necessary support the mothers could be enabled to deliver the care that they children

need without jeopardizing their own health.
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Table 1 Articles included in the review — result of the quality appraisal of the articles

Study (author, year and

Aim of the study

Participants and data- collection time

Result of quality

Data-collection

Canada

central concepts to reanalyse
three independent
qualitative studies focused
on mothers' accounts of
raising children with severe
disabling conditions

66 mothers living in the same Canadian
city.

Study one — 25 biological mothers of
children, aged six months to 13 years
with severe chronic illness or disabilities
who were dependent on technologies
such as ventilators, feeding pumps and
dialysis equipment.

Only nine mothers were working - either
full-time or part-time.

Study two — 22 biological mothers of
children with severe or moderate
disabilities related to spina bifida or
cerebral palsy and who required the use
of mobility aids.

The mean age of the children was seven
years.

Study three —19 biological mothers of
children aged four to 13 years who had

country appraisal instrument/questionnaire
Redmond & Richardson To explore mothers' views of | 17 mothers of children aged four years COREQ 15/32 Semi-structured interviews,
2003, Ireland the usefulness of the and younger with severe/profound General Health

financial, practical and intellectual disability. Questionnaire

emotional support being The mothers in this study were the

offered to them and their primary carer as the children were living

suggestions for service full-time in the family home.

improvements

Data-collection time is unclear

McKeever & Miller 2004, To use Pierre Bourdieu's Three research studies in 1991 and 1997. | COREQ 12/32 Secondary analysis
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Study (author, year and

Aim of the study

Participants and data- collection time

Result of quality

Data-collection

country appraisal instrument/questionnaire
used a novel walker during the preceding
year.
Landsman 2005, USA To examine how mothers of | 60 mothers of children under the age of | COREQ 16/32 Observation
very young disabled children | five who were newly diagnosed with a In-depth interviews
understand their children disability.
and define disability in 130 sessions where young children with
relation to publicly available | their mothers present were evaluated by
discourses of disability and | one or more developmental physician.
identity One third of the women were
interviewed a year later to provide
comparison between the narratives
collected relatively soon after a child’s
diagnosis and narratives reflecting the
experience of mothering over time.
Data-collection time is unclear.
Green 2007, USA To examine the daily hassles, | 81 mothers of children with disabilities COREQ Survey
emotional distress and were interviewed during 1995 — 1996. 17/32/STROBE In-depth interviews
benefits experienced by a Seven mothers selected for more in- 15/22
group of mothers of children | depth personal interviews.
with disabilities The mean age of the children was 60
months.
Rogers 2007, UK To highlight emotional 24 parents living in the south of England. | COREQ 17/32 Unstructured interviews

dilemmas parents of children
with learning disabilities
experience

All the parents had one or more child
with at least one of the following
diagnoses: autistic spectrum disorder,
Asperger’s syndrome, Down’s syndrome,
cerebral palsy, attention
deficit/hyperactivity disorder, learning
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Study (author, year and
country

Aim of the study

Participants and data- collection time

Result of quality
appraisal

Data-collection
instrument/questionnaire

disabilities, dyslexia, dyspraxia, speech
and language difficulties and emotional
and behavioural difficulties Unstructured
interviews were conducted between
2001and 2003.

Roskam & Schelstraete 2007,
Belgium

To improve accuracy in the
study of the mothers'
childrearing behaviour by
means of a content analysis
of the mothers' reports

To determine if mothers
adapt their childrearing
behaviour to the child's
disability

31 French-speaking mothers with a
disabled child in the three-to-six age
range.

Children were divided into three groups:
mentally retarded, multiple disabilities,
and sensory disabilities.

Professionals from 13 Services d'Aide
Précoce interviewed the mothers.

Time of data-collection is unclear.

COREQ 14/32

Semi-structured interviews,
Bipolar Rating Scale based on
the Five Factor Model

Fiamenghi et al. 2010, Brazil

To analyse in detail the
interactions of two mothers
and their disabled infants

Two mothers and two disabled infants.
First dyad — 25-year old mother and 20-
month-old Down syndrome daughter.
The mother was working.

Second dyad — 26-year old mother with
20-month-old hypotonic son. The mother
was not working.

Data-collection time is unclear.

STROBE 12/22

DVD footage

Bingham et al. 2012, USA

To investigate mothers'
memories of their children's
initial disability diagnosis

Six mothers of children with disabilities,
birth to age three years.

Five of the mothers were working and
one stayed at home.

Data-collection time is unclear

COREQ 22/32

Interviews,

Revised Ways of Coping
questionnaire,

Field notes
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Study (author, year and
country

Aim of the study

Participants and data- collection time

Result of quality
appraisal

Data-collection
instrument/questionnaire

Nicholl & Begley 2012,
Ireland

To explore mothers'
experiences of caring for a
child with complex needs

17 mothers of children with complex
needs. The age of the children are
described as under five.
Data-collection time is unclear.

COREQ 19/32

Unstructured interviews,
Diaries

Seymour et al. 2012, USA

To investigate the
relationship between child
behaviour problems and
stress in mothers of young
children with an Autism
Spectrum Disorder.

65 mothers of children aged two to five
years with autism spectrum disorder.
The mothers were either in part-time or
casual employment.

Data-collection time is unclear.

STROBE 16/22

Demographic and Family
Background Questionnaire,
Brief Developmental
Behavior Checklist-P24,
Depression, anxiety and
stress scale-21,

Fatigue assessment scale
adapted version,

Brief COPE
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Table 2 Becoming mothers of children with disabilities themes and references

Theme

References

Transition to motherhood in the inside world at home

Bingham et al. 2012; Fiamenghi et al.
2010; Green 2007; Landsman 2005;
McKeever & Miller 2004; Nicholl &
Begley 2012; Redmond & Richardson
2003; Rogers, 2007; Roskam &
Schelstraete 2007; Seymour et al. 2013

Transition to motherhood in the outside world external to
home

Bingham et al. 2012; Fiamenghi et al.
2010; Green 2007; Landsman 2005;
McKeever & Miller 2004; Nicholl &
Begley 2012; Redmond & Richardson
2003; Rogers, 2007

Transition to motherhood in the ‘going-between’ world of
travelling between the two worlds

Bingham et al. 2012; Nicholl & Begley
2012; Rogers 2007

19




