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Abstract

Life in families with a child with a severe physical disability is filled with various demands
and needs for extraordinary solutions. The purpose of this research was to investigate how
parents describe their everyday life, coping, and solutions regarding parenting. The research
question set for this study was “How do the parents of a child with severe physical disability
describe their everyday life?”” The research participants were the parents of 120 students with
severe physical disability participating the remedial courses at Tervavdyld Special Education
School in Oulu, Finland. Their parents described their everyday challenges and joys openly
which are introduced as findings in this article. Parents’ work, societal demands, and the
child’s special needs together are burdening and creating a daily structure that is functional
requires time and effort from parents. Ability to be flexible and trust in positive development
in the child and multi-professional collaboration are the keys to coping. In addition, parents

emphasized the ability to find joy from small successes and steps in their child’s progress.

Keywords: parenthood; severe physical disability; home; upbringing; special needs; everyday
life

© The Author(s) / Attribution-NonCommercial CC BY-NC



Héyrynen, E., Maitti, K., Adgreld, T., & Uusiautti, S.

“There are not enough hours in a day to do everything’’: Parents’ descriptions of

everyday life with a child with severe physical disability

1. Introduction

Good parenthood has been characterized in numerous ways (e.g. Petersson, Petersson, & Hékansson, 2004).
While the foci have changed over the course of time, there has been something permanent in the fundamentals of
parenthood (Bailey, 2014). Parents provide children with home, care, safety, and irreplaceable premises for good
life and well-being. Children’s individual characteristics set their own preconditions for upbringing, and
therefore, raising a child is not always just easy and joyful (Méétta & Uusiautti, 2012). Today’s parents have all
kinds of pressures that originate in employment, economic aspects, the division of domestic labor, the
professionalization of upbringing, and so on (Clark, 2000; Fuchs, 2004).

Parents’ versatile roles have been studied abundantly (Mé&ittd & Uusiautti, 2012). Parents can have the roles
of a teacher of life, an expert in human relationships, a love giver, a limit setter, and a caregiver (e.g., Verissimo
et al., 2011; Méaittd & Uusiautti, 2012). Bert, Farris, and Borkowski (2008) refer to five principles that create the
basis of good parenthood: responding, preventing, monitoring, mentoring, and modeling.

The classic attachment theory by Bowlby (1973) emphasized how a secure attachment reflects on the child’s
ability to create and maintain reciprocal relationships in life. Indeed, a secure attachment is important for
development because it protects from emotional and behavioral problems, strengthens resilience, and promotes
the ability to create good relationships without being suspicious or reserved. Parents’ emotional skills and
abilities to respond to children’s needs for care enhance the sense of security in children (Brannan & Heflinger,
2002; Guest & Keating, 2009). However, everyday life in a home where the child has severe physical disability
may become especially challenging for parents (Starke & Moller, 2002; Tudge, 2008). Parents are targeted with
great expectations (Swain & Cameron, 2003) and may have to look for special solutions to cope with their
everyday life (Beresford, 1996). Telling about these solutions and daily challenges is not necessarily easy
(Bernheimer & Weisner, 2007). In this article, we analyze parents’ descriptions and experiences of life with
children with severe physical disability. How do they handle upbringing, schooling, and daily chores?

2. Challenges in parenting a child with severe physical disability

Most parents become to know already before their child is born that their child will born with physical
disability (Graungaard & Skov, 2007). Previous studies show that parents usually adopt the situation well even
though their everyday lives change drastically and they will have new kinds of parenting challenges (Hassal &
Rose, 2005). Apparently, parents can focus on their child’s individual needs instead of the disability (Rentnick et
al., 2009). In addition, parents develop various methods to meet the challenges caused by their child’s disability
(Glidden & Natcher, 2009).

Still, the child’s disability undeniably has influence on the everyday life at home and parenthood (Cen &
Aytac, 2017). In addition to physical disability, parents may have to face disruptive behaviors (Plant & Sanders,
2007) and difficult child temperament daily (Bailey et al., 2000). Children with physical disability need support
of various kinds at home (Hayrynen, Méittd, & Uusiautti, 2018). Many of them need wheelchairs to move
around (Moat et al., 2013; Nereo & Hinton, 2003). In addition to orthopedic challenges (Miller & Bachrach,
2006), physical disabilities may involve additional problems that may occur, for example, as difficulties in
linguistic skills (Hinton et al., 2004), movement control (Pirild et al., 2011), sleeping (Mol et al., 2012), and
oral-motor functioning (Bell et al., 2010).

Some studies have highlighted that parents who have children with physical disability are more stressed and
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strained than parents who have so-called normal children (Singer, 2006; Veisson, 1999). These findings are
somewhat problematic, and for example, Smith, Oliver, and Innocenti’s (2001) research did not support this
notion on parents’ stress.

The level of stress in parenting has been explained with the inside-family functions, resources, and available
social support. For example, social interactions in families with children with physical disability become more
difficult and often these families have more financial problems than do other families (e.g., Emerson et al., 2006).
Parenting also means a long-term responsibility over a child, and continues past the childhood. Therefore,
parenthood should be viewed across the course of life (Seltzer et al., 2001). Parents’ support may be needed still
in adulthood, because people with disabilities are more likely to remain single over time, although there is less
evidence for any differences in rates of relationship breakdown for those who enter them (Shandra & Penner,
2017).

Not only children with disability but also their parents may become stigmatized and become alienated from
their communities (Cassidy et al., 2008). Family as a supporter of proximity and individuality within the
complex modern life is significant both for children and parents. Parents should be happy about and grateful for
small mercies in everyday life. That may become increasingly important in the insecure modern life and can be
the crucial to children who are learning how to find their place in the world.

Negative attitudes toward disabilities (Green, 2003; 2007), difficulties in getting support (Nowak, 2017),
and problems with interaction with professionals can increase parents’ stress (Summers et al., 2007) and lower
their well-being (see Miodrag & Hodapp, 2010; Singer, 2006). Still it is important to point out that most parents
adjust to the challenges in parenting of a child with physical disability well (Emerson et al., 2006; Hassal & Rose,
2005).

Wallander and Varni (1998) have noticed that adjustment to parenthood and parenting a child with severe
physical disability have certain risk and resilience factors. They are dependent on the severity of disability and
required level of care as well as parents abilities. In addition, availability of formal and informal support
determine the success of parenting. Basic positive attitudes (Hasting & Taunt, 2002; Méittd & Uusiautti, 2012;
2013) and belief in one’s own coping (Hastings & Brown, 2002) form the cornerstones of upbringing and
explain how parents adopt their role as parents of a child with physical disability.

When it comes to upbringing of a child with physical disability, challenges in communication (see e.g., De
Bortoli et al., 2010; Wadnerkar et al., 2012), attention, memory, and visual processing (e.g., Majnemer et al.,
2010) necessitate special solutions. They need support especially in creating social relationships (e.g., Bennet &
Hay, 2007; Diamond & Hong, 2010). What is the goal of upbringing and what are parents’ tasks when the
responsibility is shared with many educational institutions and professionals? Parenthood is not a profession but,
at its best, upbringing offers a positive environment that enhances the strengths of child with severe physical
disability.

3. Method

The purpose of this research was to find out how parents themselves describe their everyday life, coping,
and solutions regarding parenting. We were interested in hearing what their practical experiences. The research
question set for this study was the following:

»  How do the parents of a child with severe physical disability describe their everyday life?

The research participants were the parents of 120 students with severe physical disability participating the
remedial courses at Tervavdylda Special Education School in Oulu, Finland. Tervaviyld school arranges remedial
courses of various lengths to students with severe physical disabilities in the form of multiprofessional activities.
It is one of the six units of the national Valteri Centre for Learning and Consulting. Valteri is taken care of by the
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Finnish National Board of Education.

The core task of this school is to support the principle of being able to attend one’s neighboring school in the
northern Finland by providing education, learning materials, guidance, and remedial courses. The latter means
periods that students, who usually attend school in their home counties, spend at Tervaviyli to find pedagogical
methods that support their individual learning, to evaluate their remedial needs, and to assess their needs for aids
and functionality of their aids. In addition to students themselves, the multiprofessional team covers the
personnel from students’ own schools, guardians, therapists, and special teachers and other personnel responsible
for remedial courses at Tervaviayla.

The children who attended remedial training had permanent physical disabilities. Some of the students
attended the course twice, some only once during the school year. Of these 120 students, 63 (52 %) were boys
and 57 (48 %) were girls. Most of them (N=77) had CP while 20 of them had MMC. Other 15 had various
disabilities, including muscular dystrophy. Hearing parents’ experiences and needs makes an important part of
remedial training. The purpose is to help parents cope better at home and with daily chores.

For this research, a permission to conduct the research was formally applied from the board of Tervaviyla
Special Education School. Dr. Hiyrynen was given the permission to familiarize with the students’ background
information and use this as research data. In the background information forms, parents had described widely
their children’s remedial training, aids, physical and mental well-being, special needs, and daily practices. They
were also prompted to tell about their experiences from day care and school.

The data analysis followed qualitative content analysis (e.g., Mayring, 2000; Stamann et al., 2016). The data
were reduced and categorized into themes. The purpose was to highlight the most important notions that parents
brought up regarding their everyday lives. Eventually, the main themes were cut into two: the challenges and
joys in everyday life. Under these themes, it was possible to find categories that best represented notions that the
parents highlighted in the data. In the Results section, excerpts from the data are presented alongside
interpretations of findings. Parents are separated with codes that show the special section in data.

4. Results: Everyday life as described by parents of a child with severe physical disability

The child who has severe physical disability needs constant help and care. Their parents described their
everyday lives in many ways. The descriptions could be divided into roughly two themes of challenges and joys
of daily life.

4.1 Challenges

In the data, the daily challenges could be categorized into four main items: (1) need for help, guidance, and
monitoring of the child with severe physical disability; (2) concern over the child’s well-being and lack of time;
(3) concern over parents’ own coping; and (4) insufficient societal services and deficiencies in the family’s
physical environment.

First of all, the parents described how much their children needed help in daily chores. The need for
assistance determined their everyday lives widely.

“The child is doing good, everyday life goes well, needs help in getting dressed and a little bit on
bathing.” (parent AM/804)

Parents had to help children with homework because of, for example, difficulties in using hands, changes in
activity levels, or learning difficulties. At its worst, doing homework could take the whole evening:

“Doing homework took dad the whole night, which is not good in the long run.” (parent,
AM/1365)
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Although some children did some progress, certain difficulties were still visible and apparent:

“Reading is troublesome. Reading position is often lousy. Does homework more independently
now, in other words, wants help for reading more infrequently.” (parent AL/350)

The parents of those children who could move around independently guided and monitored their children until
their youth. Independent moving was difficult because of difficulties in motor coordination or spatial
conceptualization. Children needed help for example in following situations:

“Visits neighboring friends. Little by little learning to go further. Dangerous crossings and dark
hours still worrying, is not always attentive. Gets easily lost in strange places.” (parent
AM/1422)

Because of their severe physical disability, children could not go home after school alone (which children in
Finland usually do) but parents had to arrange care for them until they get home from work or if they wanted to
take care of errands. Depending on disability, the child could need all-time monitoring and care.

“The child needs adult’s presence and monitoring all the time.” (parent AM/955)

Tantrums and other episodes of rage, defying, sticking to monotonous doing, and arguments with siblings
were usual parts of everyday life. Parents often mentioned their children’s behavioral problems in the data.

“The everyday life is hard, both parents’ have shift work. The child has started the series of
conniptions, wants to win away, and when one thing is settled the child comes up with a new one.
Needs constant presence.” (parent AM/514)

“Problems are caused by fatigue in weekdays, which comes out as crying, anger, and fallings at
home. In addition, the child has pain/ache in neck, back, and legs.” (parent AM/6760)

Especially arguments with siblings were highlighted in parents’ descriptions of everyday lives at home. The
reason for these conflicts was, according to parents’ perceptions, frustration because the child with disability was
not able to do same things than other siblings who did not have disability.

Concern over the child’s well-being were related to changes in ability to move around as the child grew
bigger. In addition, waiting for operations and recovering from them influenced well-being. Children’s
difficulties in sleeping and bowel movement as well as overall coping worried parents. Many of them mentioned
that they have to wake up several times at nights and, for example, needs for turning over their child when
sleeping. Various aches and pain were also usual.

“Mentally doing ok. Physical state stable, except balance has gotten worse. Perhaps growth has
influenced it.” (parent AM/976)

“... situation with legs has gone worse, e.g., heels do not touch the floor when walking.” (parent

AM/249)
“...wait times for operations, 'one’s own misery’...” (parent AM/67)

“Doing otherwise well physically. It is just that the child has not been able to run without
orthosis after the operation.” (parent AM/331)

Children’s sleep deprivation worried parents, too. Nights badly slept illustrate the demands the disability
includes. They also tell about how situations can change as the child grows.

“Sometimes, the child has been waking up during nights, even four times a night. Often, the
reason is that the child has not been able to turn because the bed board prevents it. The legs are
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so bent that the child has to be put straight in the middle of the bed. Otherwise turning over in
any direction is impossible. Now, we have had a longer period that we have been able to sleep in
peace.” (parents AM/965)

“Waking up at night 3-10 times. The worst period is 00.30-2.30 am. During the day, the child is
usually brisk and cheery. Big arguments when things do not go as the child wants (less frequently
than before).” (parent AM/737)

Going to school, doing homework, remedial training, and for example standing in a standing rack (that is
supposed to support physical well-being), hobbies and friend (or lack of them), time needed for rest, and needs
for monitoring and assisting the child formed an entity that was unique in each family. They had to solve these
demands in a best possible manner.

“There are not enough hours in a day to do everything. During weekdays after school, the child
does not have energy to stand. Already doing homework takes about an hour and when
considering dining and all, you do not have time to do everything in the evening. The child wants
more free time, time to do nothing.” (parent AL/416)

The way the everyday life was structured determined how fluent life was. On the other hand, the fluency of daily
chores affected the daily life of all family members.

“The fluent daily life necessitates detailed structure and clear daily rhythm. The child still needs
12 hours of sleep which affects the family’s everyday life.” (parent AM/539)

The visible schedule for days and weeks and sticking to it were important means to make everyday life go as
smoothly as possible. According to parents, some children seemed to be nervous about many forthcoming events,
and therefore, they were not told about these events too much advance.

Furthermore, the disability could require repeated visits to hospital and parents had to arrange time for them
from their work. Need for time to do everything made everyday life demanding. Worries about getting a school
assistant or free time assistant increased challenges for their parts. Similarly, the deficiencies in the schools’
physical environment, inaccessibility, concerned parents greatly. Also school commutes caused extra worries.

“Thinking about next year’s schooling. Going to the school in the current school is not likely to be possible.
The old school building is not accessible enough to the child. For example, there are plenty of stairs.” (parent
AL/865)

“There are problems with transportation. The current wheelchairs do not fulfill all safety criteria; therefore,
transportation with a handicap bus has not been possible.” (parent AT/965)

4.2 Joys

The everyday life as described by parents not only about challenges and worries but they mentioned various
sources of joy, too. These could be categorized into five items: (1) the children themselves; (2) functional social
relationships; (3) progress in learning and increasing skills; (4) well-being; and (5) functional environment, aids,
and services.

The child brought joy to parents and people surrounding them. These notions reminded parents about the
joys of parenting and appreciation of their children.

“The child is joyful and vivid.” (parent H/393)
“Everyday life goes on nicely. The child is still like happy sunshine.” (parent AM/170)

Likewise, social relationships and friendships brought joy. The parents mentioned how important it was that their
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child got along with others and could create friendships.

“Gets along well with children and adults, has friends, and likes to play and bustle around with
friends.” (parent AQ/455)

“Going to middle school has not influenced negative. Instead, the child has become a more
determined student than before, does really well at school, and has good self-esteem. The child
has found one good friend from the class.” (parent AM/775)

The child with a severe physical disability may have to practice the basic skills of taking care of himself or
herself for longer than children who are not restricted because of disability or inaccessible environment. Parents
mentioned that learning to be more autonomous was a significant source of joy.

“The child has zest for knowing and learning, and has become more brisk in group situations.

Increased initiative, lovely and happy child.” (parent AN/37)
“Everyday life goes well; the child is already quite independent.” (parent AM/33)

Progress in school and remedial training were mentioned in parents’ descriptions. Positive attitudes to
learning increased joy in everyday life. While physical disability caused numerous worries and difficulties and
thus threatened well-being, parents remembered to be happy about times when things went well and smoothly.

“Everyday life goes well and therapy, too. The child is eager and industrious, goes to school and
is active and participating.” (parent AM/1462)

“During the past year, the child has been consciously handling the disability. Today, understands
that disability is part of the life so that if something, e.g., physical activity is not possible, it is
because of the disability and not because the child. And that there is nothing that the child can
do about it. Now the child does not set the bar too high for task performances.” (parent AM/157)

“The child is doing ok in my opinion. Everyday life as usual; recovering from ankle operation,
which was in February. Had a cast for only 9 weeks!” (parent AM/96)

Social support in the form of support family and free time assistant were mentioned as factors that made
everyday life easier. Likewise, if the home was renovated so that it was accessible, life had become easier. In all,
getting an electric wheelchair or moped and transportation service caused joy because they provided the child a
chance to move around independently.

“Life goes on as usual. Handicap renovation is now done at home.” (parent AM/1051)

5. Conclusions

Normal family life consists of various household chores, family members’ mutual interaction, comings and
goings, weekdays and vacations. A family with a child who has severe physical disability has a special rhythm in
daily chores because the child needs constant care and monitoring, which is sometimes difficult to schedule.
Parents’ work, societal demands, and the child’s special needs together are burdening and creating a daily
structure that is functional requires time and effort from parents. Ability to be flexible and trust in positive
development in the child and multi-professional collaboration are the keys. Parents have to remember to find joy
from small successes and steps in progress. This study provided one description of how parents perceive their
everyday lives with a child with severe physical disability. The study showed that home is a place where parents
and children can be happy about little achievements and each other’s proximity.

Everyday life consists of interaction with people and physical environment. When it comes to children with
severe physical disability, daily events such as dining, going outdoors, sleeping, and common chores can be
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challenging because the child may not be able to use all aids or fully participate because of limitations in the
environment.

The parents seemed to think that their core task is to support the child’s school going and learning. Children
were directed in activities that they are expected to learn and supported to learn behaviors and skills that they are
expected to manage. It is crucial how the child is guided to independent activity: how much they are allowed to
have responsibility and how they are encouraged to activity.

The emotional bond between a parent and a child is always strong but becomes emphasized when the child
has physical disability. Participation and presence, care and encouragement by parents create the sense of
security and being loved and cared for. Home environment allows space for conflicts and disagreements, too,
because as problems are being solved and lessons are learned, children learn patience, empathy, and appreciation
of other’s opinions.

When evaluating the quality of this research, it is necessary to pay attention to the whole research process
(Kvale & Brinkmann, 2009). The data obtained from parents was abundant as it covered all 120 students in the
remedial training period. The purpose of the forms that parents filled out was to get information about students’
everyday life at home and school. This information helped tailoring the remedial training so that it would serve
practical upbringing at home too. The core question is thus whether the data reliably described the students’
learning environments. However, based on experiences from the remedial training in practice, the information
was sufficient to support learning and activities in everyday life.

However, it is also worth noticing that there is not just one reality but according to constructivist conception
of knowledge, events and situations appear differently to different people. Parents in this research have described
their everyday life as they perceive it. These perceptions vary based on parents’ own history, their experiences,
and beliefs. On the other hand, every parent in this research knew that the forms were meant to use as tools for
supporting families. Thus, everything mentioned in the forms are supposedly quite true and important in parents’
opinions. Something may have left untold that was not possible to write in the form. It is difficult to evaluate
what kind of information could have been reached with different kinds of questions and forms (see e.g., Denzin,
2012). In this research, the researchers’ extensive familiarity with special education and research work helped
interpreting and understanding the reality as described by parents (Cresswell, 2009).

6. Discussion

Home is the child’s immediate environment as described, for example, by Bronfenbrenner’s (2009) classic
theory. According to it, the family forms a micro system and is in interaction with meso, exo, and macro systems.
The child has the deepest, permanent, and continuing ties with the family, which is the daily environment for
growth and development that takes care of the child’s physical, psychological, and social needs.

The study showed that upbringing of a child with severe physical disability—like parenting in
general—involves all kinds of challenges but also love and joy (Blacher et al,. 2013; M&ittd & Uusiautti, 2011).
According to previous studies, having a child with disability may increase the sense of solidarity and strengthen
family members’ mutual relationships (Bayat, 2007). Parents have described how they have developed in
patience, self-understanding, and personality and strengths (Hasting & Taunt, 2002; Scorgie & Sobsey, 2000).
Similarly, a child with special needs can have a positive influence on siblings (O’Kane Grissom & Borkowski,
2002). In addition, many mothers have experienced it rewarding to raise a child with disability (Green, 2007).
The study at hand supports these findings.

Even though having a child with severe physical disability introduced special demands and challenges in
everyday life at home, parenting is fundamentally similar to that of a so-called normal child. However, it is
important to realize the special demands parents are faced and what kind of support they need to successfully
raise their child with special needs.
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Collaboration with various professionals is an important part of everyday life. Schooling and remedial
training and care may necessitate various kinds of support for parents. The need for support changes as the child
is growing (Hetherington et al., 2010). Parents may also be concerned about their child’s chances of becoming an
active member of society and being able to influence of decision-making. The voices of people with disabilities
are hardly heard but greatly needed in societal decision-making and promotion of equality (Cavet & Sloper, 2004;
Franklin & Sloper, 2009). In the middle of busy daily chores, the parents can expected to just try to hear their
child’s voice (Cavet & Sloper, 2004)—especially if considering the complicated and demanding special needs
and communication problems children with severe physical disabilities may have (Hiyrynen, Miittd, &
Uusiautti, 2018).

Although the nature of the parent-child relationship changes from early childhood to adolescence, the
presence of warmth and sensitivity as well as support for autonomy as parenting behaviors appears to be critical
to child well-being (Sheridan & Burt, 2009). Positive caring supports children’s cognitive development and
social competence during the preschool years (Peisner-Feinberg, 2004).

Parents who are raising a child with severe physical disability need support (Kaiser & Hancock, 2003). They
also have to accept the uncertainty and moments of unsecurity in their parenting task. Therefore, it is important
to remember that parents who want to raise children well do not have to be perfect people. The same concerns
children: parents cannot expect children to be or become perfect either. When parents have faith in children’s
ability to develop and learn, it is easier for them to assure their children of it as well. Good parents are role
models for children even in the most difficult life situations: they have to maintain the belief and pursue building
better environment for children. Research like this helps to understand the everyday life in families from parents’
perspective and finding ways of supporting them.
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