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CONTESTED AGENCY? EXPERIENCES OF PARENTHOOD
AMONG FINNISH MOTHERS AND FATHERS WITH
A PHYSICAL DISABILITY OR VISUAL IMPAIRMENT

Marjukka Rasa, Merja Laitinen

Abstract

Parenthood is quite rare among physically disabled adults in Finland, and becoming a parent can be
labelled as a taboo act. In this paper, we shed a light on this salient topic by scrutinising the experien-
ces of Finnish mothers and fathers with physical disabilities. The research questions are: (1) How do
mothers and fathers describe their agency as parents? and (2) How is their agency constructed within
social structures and relations? The analysis is based on qualitative teller-focused interviews with
17 mothers and fathers. The results reveal their agencies as multidimensional, and demonstrate how
parenthood is constructed through interaction within institutional spaces. Personal support, peers and
NGOs also play an important role in the construction of agency. Interaction can either limit, question
or support the agency of disabled people as parents. The results show that the parents have strong
agency in using their knowledge, and flexible resources when meeting the demands.
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Anotacija

Suomijoje suaugusiyjy tévysteé, turint fizing negalia, tapimas tévais gali bliti nepriimtinas. Straipsnyje
autoriai pristato Sig svarbig temg, analizuodami suomiy motiny ir tévy, turin¢iy fizing negalia, patirt;.
Tyrimo klausimai: 1) kaip motinos ir tévai apibiidina savo, kaip tévy, savarankiSkuma ir 2) kaip jy sa-
varankiskumas konstruojamas socialinése struktiirose bei santykiuose? Analizé paremta kokybiniais,
1 pasakotoja orientuotais interviu su 17-ka mamy ir té¢iy. Rezultatai atskleidzia jy savarankiskuma
kaip daugiamatj ir parodo, kaip tévysté kuriama sgveikaujant institucinése erdvése. Asmeniné para-
ma, bendraamziai ir NVO taip pat atlicka svarby vaidmen]j ugdant savarankiskuma. Sgveikos kon-
tekste savarankiSkumas atskleidzia galimybe paremti nejgaliyjy tévystés iniciatyvas, kartu palickama
erdvés abejonéms ar net apribojimams. Tyrimo rezultatai atskleidzia, kad tévai lanksciai naudoja
turimas zinias ir iSteklius tenkindami savo vaiky poreikius.
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Introduction

It largely depends on the society where people with a disability live how their
rights are realised. One remarkable debate during the last few decades has focused
on a disabled people’ right to self-determination and bodily integrity, particularly
on their right to become and act as parents (e.g. Kallianes, Rubensfelt, 1997; Grue,
Laerum, 2002; Battalova, 2019; Krol, 2024). In this paper, we aim to continue
this discussion and deepen the knowledge from the viewpoint of Finnish parents,
both women and men, with a physical disability or visual impairment. We lean on
the idea that disability is a socially constructed disadvantage. As a phenomenon,
disability is a culturally fabricated norm concerning the body, like the fictions of
race and gender (Garland-Thomson, 2011). Barriers and possibilities of action as
well as power hierarchies, overt and covert ways of oppression, and the realisation
of civil rights, are socially constructed (Prillertensky, 2004). Hence, disadvantages
and barriers in realising one’s rights are preventable, and there are multiple ways
in which society can support disabled people’s rights and agency.

Although societal norms, values and attitudes have changed, the combination
of disability and parenthood still bears a historical burden. Structural and attitudi-
nal barriers become visible in the lives of parents with disabilities (Prillertensky,
2004; Battalova, 2019; Xion, Chen, 2024). As a Nordic welfare state, Finland is
well known as a model country of the realisation of citizens’ rights. However, mi-
norities such as people with disabilities have to constantly confront situations in
which their rights and possibilities to live like other citizens are somehow restric-
ted or questioned (cf. Vehmas, 2019). Becoming a parent in this context is a taboo
phenomenon. In this paper, we shed a light on this salient topic by scrutinising
the experiences of Finnish mothers and fathers, and exploring how they construct
their agency as parents in Finnish society. Our methodological approach is Groun-
ded Theory (Glaser, 1978; 1998), and the study also draws on feminist standpoint
theory (Harding, 1991; Reinharz, 1992). The research questions are: (1) How do
mothers and fathers describe their agency as parents? and (2) How is their agency
constructed within social structures and relations? Our research is based on qua-
litative interviews with parents who have a physical disability or a visual impair-
ment caused by a disease or a genetic process.

In Finland, the status of people with disabilities and their possibilities to act as
citizens have developed along with societal and political change (Leppild, 2014).
From a historical point of view, they have been viewed as abnormal individuals
who have had to prove that they are human beings (Hughes, 2007). They have been
labelled as weak, ill, vulnerable and childish, and defined as non-sexual people
who need to be cared for by others and who have difficulty controlling their lives.
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They have not been regarded as agents, but as dependent on other people, who pity
them or consider them a target of charity (Berger, 2010; Vaughan et al., 2015). Di-
sability has been regarded both as an individual tragedy (Shakespeare, 2008) and
as a person’s destiny (Shubhangi, 2015). After the Second World War, European
welfare states granted services to disabled people (Borsay, 2012). There has been
a link between the realisation of social equality and granting human rights to all
citizens. The protection of the principles of human rights coincides with the rea-
lisation of equality (Hammarberg, 2014.) During the last decades, more attention
has been focused on people’s rights, their societal status and their agency. People
with disabilities are currently seen as individuals who make their own choices as
citizens (e.g. Forrest, French, 2014.) Nevertheless, the question whether parent-
hood can be considered as a realistic choice for them remains in the background.

We can echo Battalovas’ (2019) thoughts by noting that nowadays Finnish wo-
men with disabilities have produced multiple experiences in a broad context invol-
ving the historical, economic and social realities of a place and life therein. Pre-
vious research shows that disabled women have only had limited possibilities to
earn money, to love, to be loved, and to become mothers (Asch, Fire, 1997). Their
bodies have been considered fragile and weak instead of beautiful or attractive,
and as such not suitable for pregnancy and giving birth. Furthermore, these women
have not been regarded as suitable for the role of mother or caregiver (McFarlane,
2004). They are seen as passive receivers of social services and as targets of other
people’s help (Grue, Laerum, 2002). Women’s reproductive rights have been cons-
trained by the assumption that they are asexual; they therefore lack reproductive
health care, contraceptives and information on sexuality. Further, there has been
social resistance to disabled women’s reproduction and mothering (Kallianes, Ru-
benfeld, 1997).

We argue that it is important to hear and analyse the parents’ own experiences.
By doing so, we aim to contribute to research discussions that promote disabled
people’s rights to self-determination and bodily integrity, particularly their right to
become and act as parents. Our interest in this topic can thus be defined as emanci-
patory and practical. Overall, more knowledge is needed on how to support parents
with disabilities in their parenthood and in raising their children (cf. Malacrida,
2012).

1. Parents with disabilities and their agency

There is only a limited amount of research on physically disabled parents (Ol-
sen, Clarke, 2003). Previous research has focused mainly on the viewpoint of mot-
hers (McKeever et al., 2003; Prillertensky, 2003; Prillertensky, 2004; McFarlane,

81



Marjukka Rasa, Merja Laitinen

2004; Molden, 2014; Tefera et al., 2017), whereas fathers (Kilkey, Clarke, 2010)
and family life with disability (Clarke, McKay, 2014) have not been analysed to
the same extent. The parenthood, parent-child relationships and private responsi-
bilities of people have played a minor role both in family and disability research.
Additionally, in research on the social participation of disabled people, parenthood
has not been the focus of attention (Hdstbacka, Nygard, Nyqvist, 2016). Instead,
the research has mainly focused on disabled people as service receivers (Priller-
tensky, 2004; Parish, Magana, Cassiman, 2008; Clarke, McKay, 2014).

Previous studies show that institutional, physical, social and attitudinal bar-
riers are present in the lives of disabled people (Clarke, McKay, 2014). The social
context usually limits and does not support their parenthood. Professionals and
non-professionals alike often focus on the limits which are brought by disability,
and which are central in the medical model of disability (Parchomiuk, 2014). Mot-
hers may therefore experience bodily and social avoidance (McKeever et al., 2003;
McFarlane, 2004). There have also been many employment disincentives concer-
ning parents with disability (Kiesel et al., 2020). However, there is a growing body
of research that draws on the social model of disability and argues that disability
can be addressed through structural changes. Nevertheless, people with disabilities
are still often perceived as victims in society, and their active role in challenging
prevailing structures and practices is frequently overlooked (Watson, 2012). Rese-
archers have highlighted ways to support disabled individuals in becoming agents
in society (Smits, 2009). These perspectives have served as an important starting
point for our research interest in the agency of mothers and fathers.

We lean on the Anthony Giddens’ (1984) theorisations of agency, the idea that
agency is relational, formed by knowledge and action, and constructed as social
activity in the co-presence of time and space. In the formation of agency, relations
and interaction are important factors. Relations both limit and enable action. They
contain variable and alternating meanings and definitions. Agents cannot be seen
on their own without relating to the big picture (Crossley, 2011). Agency can be
linked to the three dimensions of time: past, present and future. Historical, cultural
and personal factors affect the acts of agents, as well as how people understand
their own relationship with the past, present and future (Emirbayer, Mische, 1998).
If people accommodate to being disabled, structural factors can affect their agency
and enable them to have experiences in the changed situation (Berger, 2010). Gid-
dens (1984) sees that agents have to act and monitor the rationality of their actions.
Agents also have to be motivated to perform their acts. Agents and structures are
also interdependent. Furthermore, an agent interprets situations and society: the
power is inside all acts (Giddens, 1984). People’s own action, the surrounding si-
tuations and various possibilities affect their agencies. In terms of disabled parents’
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agency, the salient issue is the daily dialogue between other acts, social and health
services, and other institutional and societal structures.

2. Materials and methods

Our research method was Grounded Theory, in which the researcher investi-
gates social and socio-psychological processes, analyses the data, and generates
theory based on the findings. Grounded Theory is particularly well suited for rese-
arch areas where little or no prior knowledge exists (Glaser, 1998, 53). A central
element of Grounded Theory is the researcher’s theoretical sensitivity, which is
shaped by their personality, professional background, and life experience. Theore-
tical sensitivity develops and deepens as the research progresses (Glaser, 1978, 31;
Birks, Mills, 2011, 59).

This study also draws on feminist standpoint theory (Harding, 1991; Rein-
harz, 1992), with a focus on the epistemic position of parents. Our starting point
is interactional and individually oriented research, incorporating a standpoint de-
sign in which the parenting experiences of both women and men are central. This
approach lets us analyse experiences and meanings from subjective and epistemic
viewpoints. The research topic is challenging because the experiences are invi-
sible, deeply personal, and hard to reach. Hence, the study requires sensitivity
from the investigators in attempting to reach the diverse perspectives and different
versions of the world that emerge from people’s experiences that do not entail a
single reality or offer a single interpretation. Standpoint design does not seek to
universalise a single experience, but to create space for the individual and her/his
experience in a specific temporal, situational and historical context. It enables the
subjectivity and diversity of knowledge. In addition, interactivity, the personality
and involvement of the researcher influence the way knowledge is formed in the
research process. Even the researcher is part of people’s experiential reality. We
lean on the idea that experiences and knowledge are socially placed, because living
in a certain place and position shapes them (e.g. Harding, 1991; Reinharz, 1992).
The study complies with the Finnish research ethics guidelines (Finnish National
Board on Research Integrity TENK, 2023) and special attention has been paid to
the sensitive nature of the research in all phases (Fahie, 2014).

The parents were recruited through a national NGO. The invitation to an inter-
view was thus conveyed through physical and virtual forums frequented by pa-
rents. The data consisted of interviews with 14 mothers and three fathers with a
physical disability or visual impairment. None of the interviewees had intellectual
or developmental disabilities. At the time of the interview, the parents had one mi-
nor child or more. The interviewees lived in different parts of Finland.
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It was up to the parents to decide whether to participate in the interview on the
phone, in a café, or at home, and whether to participate together with the spouse
or separately. To establish a relationally safe space and to support narration, the
main idea was to respect the parents’ right to self-determination in all practical
decisions (Hydén, 2014). Therefore, the data include both individual and paired
interviews. Aiming to gain deep, experiential knowledge, all the participants were
interviewed twice. During the first round, the interviewees were given a free space
to narrate their own experiences and views about their parenthood. This course of
action respected the privacy of the parents, giving them the right to determine what
information to provide to the researchers. In the second round of interviews, the
discussion was more focused and based on the parents’ first accounts.

The data analysis was content-oriented. We first read and coded the data by
observing what and how parents speak about their parenthood and themselves as
parents. Next, we carried out interpretative reading by paying attention to agen-
cy and its construction. We found four dimensions of agency that overlap in the
parents’ experiences: transformative, flexible, compensating and restrictive. The-
reafter, we examined the parents’ experiences of constructing their agency within
social structures and relations. Based on the analysis, we divided the experiences
into three categories: encounters within institutional spaces, personal support as a
realiser of one’s agency as a mother or father, and peers and NGOs as emotional
and social supporters. In the following, we will elaborate on these more precisely.
We use data excerpts to illustrate our analysis and interpretation. All excerpts are
anonymised and tagged with pseudonyms.

3. Results

3.1. Different dimensions of parental agency

3.1.1. Transformative agency

The starting point for experiences of agency was the change from a woman or a
man to a mother or a father and to a parent. The parents experienced the change in
agency towards parenthood solely as a positive process (also Grue, Laerum, 2002),
although non-disabled people often questioned them, claiming that they were not
able to handle a parent’s role and cope with the responsibilities engendered by it.
Even their close friends and relatives were critical, bewildered or amazed about
their decision to become parents and their abilities to act as parents, as described
by one of the mothers:

When other parents’ children were small, they were asked, have you slept
enough and has the child been given enough food? But in my case, they as-
ked, how do you manage and who cleans your house, and do you get enough
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help, and can your children see? They questioned how we manage and whet-
her the children have inherited this impairment. They slightly either admired
or disclaimed my parenthood (Maria, mother, visually impaired from birth).

The parents described their daily lives and parenthood with newborn babies
like any other parent. They did not emphasise their own impairments and the con-
straints brought on by them. The main theme in the parents’ accounts was that they
creatively modify their agency so that it responds as far as possible to the child’s
needs. They all stressed that their daily physical environment, the home and vari-
ous assistive devices, was very important. The environment supported their trans-
formative agency as parents (McKeever et al., 2003), because life with babies was
concentrated on the home. Compared to parents with a visual impairment, parents
with a physical disability met different challenges in bathing, picking up and put-
ting down the baby, as well as carrying, dressing and feeding the baby. So it was
important that they received support from the built environment. The parents did
not find time with the baby a specially challenging period. Everyone said that they
had to learn new practices and solutions, but they thought that responding to the
baby’s needs went well. It was also meaningful for them that they were able to
live in a setting that they were familiar with. The parents’ experiences highlighted
the fact that parenthood can alter one’s agency (Shubhangi, 2015) and build self-
confidence.

3.1.2. Flexible agency

Both the mothers and the fathers brought forth their experiences as parents,
and they did not draw a line between gender roles. Their experiences of parent-
hood were quite similar. This can also be linked with society and values. Gender
equality is highlighted in Finland, and fathers are entitled for instance to paternity
leave. In many cases, disabled men have not been regarded as caregivers, and the
positions of women and men have been unequal (Kilkey, Clarke, 2010; Mi Yeon,
2014).

According to the data, parenthood comprises various elements, and both spous-
es are caregivers within the limits of their physical capabilities and resources. Ac-
cording to the interviewees, spouses without a physical disability or visual impair-
ment took great responsibility in tending the child and the home. They also looked
after outside activities, such as shopping and taking the children to their hobbies.

I could say that we do quite ordinary things like everyone else. But then my
husband plays a clearly physical role in parenthood; he drives the children to
their hobbies and spends time there. And in day-to-day situations, like when
we went to kindergarten, our boy tripped in the yard and wanted to come
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into my lap, but I cannot carry him, or I do not want to carry him, outside for
safety reasons (Anne, mother, muscular disease).

In families where both parents had physical limitations, tasks were divided
based on the parents’ personal abilities instead of gender. The data included var-
ious combinations of parents: a parent with a visual impairment with a spouse
without one, a parent with a visual impairment with a spouse who also has one, a
parent with a physical impairment with a spouse who does not have a similar im-
pairment, and two parents with a physical impairment. Agency becomes visible in
how the parents’ roles are negotiated and formed based on the tasks they can do.
The parents knew how their impairment affects their abilities to act and what limits
it imposes. Based on that knowledge, they divided the parenting tasks and roles.

3.1.3. Compensating agency

According to the interviewees, finding a way to compensate for their lack of
agency was important. The parents found the time when the child started to move
and explore the environment very challenging. Many parents thought that, for sa-
fety reasons, they needed someone’s help when they went out with the children,
for example if the parent was blind and the child had just learnt to walk but did not
listen to or understand the parent’s instructions.

Sometimes the girl was so quiet that we did not know where she was, and
then we had to call her and ask. We had to tell the girl that we have go home
if she won’t listen to us. I had the girl in one hand and the guide dog in the
other. And there we sat and wondered which way home was (Joe, father,
visually impaired from birth).

For example, it was difficult for parents with a visual impairment to locate their
child by listening and to keep the child nearby. When walking outside, the child
might tell the parent something about what they can see, and the parent would have
to ask the child to describe it exactly. The parents reported that they also used guide
dogs that know familiar and safe routes to compensate for their lack of agency.

Parents with a physical impairment can see where their children are and what
they are doing. The challenge is that they cannot always prevent dangerous situ-
ations when the child is unaccompanied and moves quickly, while they can only
move slowly owing to their impairment. For some parents, it was impossible to
pick the child up from the floor, to intervene in a difficult situation, or to control
the child’s behaviour. Verbal instructions were therefore important in guiding the
child (Prillertensky, 2004).

The data show that the built environment restricts the places where parents can
go with their children (McKeever et al., 2003; Galvin, 2005). The parents came up
with proactive solutions to be able to move outside their home. In most cases, the
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home was chosen because moving outside is easy and, in some cases, based on the
fact that it is easy to reach public transport. If the parents owned a car, modifica-
tions were made to it. These solutions made life easier for parents with both visual
and physical impairments. Many parents said that they went to places that are easy
to access. They had to plan everything carefully beforehand, so that they could
manage as parents as well as possible, as described by the mother in the following
excerpt:

Maybe an extra stress factor is that I must think carefully, plan and prepare
so that the child is not too tired or hungry, because these situations are dif-
ficult to manage from a wheelchair. If the child is overtired or hungry, he
just screams or kicks on the floor, and I am pretty much powerless. I avoid
these kinds of situations, and I have had to control my child verbally (Susan,
mother, physically disabled as an adult).

Based on the above, compensating agency enables parents to create strategies
that help them cope with social and physical barriers in their daily lives (McKee-
ver et al., 2003). Public spaces are usually planned for non-disabled adults, which
requires parents with a disability to think and do things differently.

3.1.4. Restrictive agency

The data show that the agency of a parent with a disability or visual impairment
can also be restrictive. Restrictive agency makes them visible in the private sphere
of life as mothers, fathers or parents, but not as citizens who are capable of acting
outside the home. There were only three parents with a full-time job, and two with
part-time jobs, all the others were outside the labour market, even though they
were well educated. Nine people received a pension, one was a student, and three
women were on maternity leave. Two parents had the possibility to combine a
pension and part-time entrepreneurship. Otherwise, the interviewees found it very
difficult to broaden their agency to the public sphere, as described by two mothers:

In Finland, we really have many prejudices, particularly in the labour mar-
ket [...] People just think that if you have an impairment, you are not able to
work as well as others. They prefer to hire a healthy person, even if s/he is
not as qualified (Jill, mother, CP).

They saw me in the wheelchair. I never mention it in my job application or
in an interview, because it is yet another possibility, if they do not want to
hire a different kind of person, to ignore her. Once, | was accused of cheating
because I didn’t tell them the essential information that [ am in a wheelchair
(Martha, mother, CP).
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Parents’ scarce possibilities to enter the labour market become visible in other
studies as well: disabled people are unemployed, underworked, unpaid, and their
employment rate is low, which is why millions of disabled families live in pov-
erty (Kiesel et al., 2020). The parents’ experiences revealed that both the moth-
ers and the fathers have had difficulty getting a job (also Galvin, 2005; Kilkey,
Clarke, 2010). Hence, compared to families with non-disabled parents, a parent’s
disability can be seen as a risk, and may mean that the family must live in poverty
(Clarke, McKay, 2014). The parents’ experiences highlight the fact that whatever
Finnish society does to support studying among disabled people, it seems that it is
not enough to guarantee them a place in the job market.

3.2. Experiences of constructing agency within social
structures and relations

3.2.1. Encounters in institutional spaces

The parents in this study were active agents making use of the service system
and functioning in various institutional spaces. As active agents, they took respon-
sibility for their own action and collaborated with health and welfare professionals
(ctf. Watson, 2012). Various subsidies were important to all of them in constructing
their agency as parents. Applying for benefits and support and searching for help
and services demanded their strong contribution and abandoning the idea that they
should manage alone.

Physically disabled parents should understand that seeking help is not ...
that you should be proud of it. You do not have to manage all by yourself,
get totally tired and burn out. All the energy goes into coping, this is what
I have learnt. [...] It is also a question of the quality of life, it is not always
that you can’t do it, you simply receive help so that you can also do so-
mething else (Jenny, mother, visually impaired from birth).

One mother described how she has learned to receive help in daily life. Some
of the interviewees still had difficulty accepting their vulnerability, and regarded
independent coping as the ideal. In the transition from adult to parent, the social
service system has an important role. The parents described encounters with the
social service system as bureaucratic in terms of decision making. However, they
pointed out that social benefits, support and services behind these bureaucratic
practices were underlying factors of their agency as parents. They saw that the
focus of social work should be on the entire family instead of the parent. Thereby
the requirements for supporting the parent’s agency would be better met.
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The parents described broadly various encounters with professionals which
they thought were meaningful in terms of their agency both in a positive and in a
negative sense. Their experience of professionals in social and health care services,
kindergarten and school varied. Regarding positive experiences, the parents repor-
ted that professionals listened to them and thus supported their status as agents. In
the opposite cases, professionals questioned or ignored them.

The boy’s journey began in an incubator. It was a full-term pregnancy, but
the boy had bigger and smaller problems at the beginning. They wondered
whether I could leave, as I would need help myself, and I said, ‘Excuse me,
what kind of help do you need?’ I don’t need any help other than carrying
the child, but they had no knowledge of this disability. So I had to be pretty
strict. The nurse was very interested in whether I could drive a car, and I said
I could drive and what not, they were so very interested in things that are not
directly related to the baby. And one nurse told another one at the turn of the
shift that there is such and such a family here, that she has CP, but otherwise
acts and thinks normally (Tina, mother, CP).

The parents also shared their experiences of inappropriate behaviour on the part
of others, children and adults, in institutional settings:

When they started in the new kindergarten, they were kind of bewildered
and made comments about me. So [ went to two parents’ meetings and tal-
ked about this. It is not our children’s responsibility to explain why I walk
like this. It felt really dumb every time I picked up my children and they
were shouting after me. But it doesn’t happen as much any more. I think
they have grown accustomed to me in this kindergarten. I spoke first to the
staff, and I was given a few minutes to talk to them and it did the trick (Jane,
mother, CP).

The excerpt illustrates how a different body can stigmatise and label a disabled
parent (Avery, 1999; Svain, Cameron, 1999). Visible impairments can generate
disturbing reactions from other people (Galvin, 2005). The excerpt also demon-
strates that social encounters may demand strong agency from parents with a dis-
ability. The above example is not the only one in the data where the parent instead
of the authorities or professionals has had to intervene in a situation of inappropri-
ate behaviour or bullying. It was a burden for the parents that their children would
carry the stigma of their difference and be bullied because of it. Overall, encoun-
ters in institutional spaces make visible how a parent’s value as a human being can
be either supported or questioned.
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3.2.2. Personal support as a realiser of one’s agency as a
mother or father

Personal support was vital in constructing the parents’ agency. The parents’
experiences are in line with the previous research, according to which the signifi-
cant others and social resources which help living in another way after becoming
disabled are very important (Berger, 2008). Personal assistance enables a state in
which mothers and fathers are independent agents in relation to their children,
and children are not responsible for them as young carers (Olsen, Clarke, 2003;
Prillertensky, 2004). The data show that a grounding factor in constructing agency
as a parent is that the parent with a disability is not dependent on help given by
the spouse or children, and that the spouse’s leisure time is not spent attending to
family routines and the home.

Sharing agency with a personal assistant required a great deal from the parents.
Familiarising oneself with the personal assistant took time and required crossing
one’s personal boundaries. Sharing one’s agency typically meant that the perso-
nal assistant performed physical acts which the parent with a disability or visual
impairment was unable to perform. Besides sharing bodily boundaries, personal
assistance means that the private sphere of the home will also be shared. The in-
terviewees reported that they had considered carefully when and where they need
a personal assistant and when they can manage by themselves. It is not an ideal
solution that a personal assistant is constantly present at home. Personal space and
time are also important for parents in constructing their agency:

We usually have one, two, sometimes three days in week when the personal
assistant is not in our home. I need my own space, so that when we made the
employment contract, we agreed that [ need help two or three days per week,
on weekends with my hobbies. I have said to jobseekers that I will need help
five days a week when the child starts to walk, and she nearly does (Emily,
mother, CP and visual impairment).

The challenges brought to parenthood by the child’s developmental stage also
affect the amount of personal assistance that is needed. Parents with babies needed
help with physical tending and carrying. Later, the parents utilised help when go-
ing out and visiting clubs and children’s events. The amount of necessary personal
assistance depended on personal preferences and the limitations imposed by the
physical impairment.

The parents seldom used public welfare services such as family work or house-
keeping services, which demonstrates that they have parenting skills. They needed
support, help and compensation when the physical impairment limited their agen-
cy, and thus personal assistance was important in terms of their agency. A personal
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assistant can promote a feeling of comfort and a sense of control, which can main-
tain the autonomy of personal life. Hence, professional help is an important part of
constructing one’s agency as a parent with disability (Prillertensky, 2003; Galvin,
2005).

3.2.3. Peers and NGOs as emotional and social supports

Peer support was a significant factor in constructing one’s agency as a parent
with a disability. The parents mentioned NGOs as notable forums where they can
reach people who have various kinds of disabilities and are in a similar life si-
tuation. Voluntary groups enabling self-help and providing advocacy connected
the parents with other ones (also Shakespeare, 2008). The role of NGOs as sources
of informal social security, as well as social and rehabilitation services, was also
important to them. Additionally, NGOs were key information providers, as the
parents said that they have not always received sufficient information from formal
social institutions. The parents said that they started to seek peer support when
they were planning pregnancy. They benefited a great deal from peers’ tips when
the baby was born, and they had to learn how to take care of him/her or when they
had to seek suitable assistive equipment and social services. The parents received
emotional, social and informative support from peers. First, they were receivers of
support, and peer relations were important in constructing their agency as parents.
When their child grew up, their role changed and their agency as parents got stron-
ger, so that they could now support others who planned to be parents or who had
small children. A possibility to share silent knowledge validated their position as
knowing agents (cf. Giddens, 1984).

I belong to many kinds of groups, and I have been active on Facebook for
the last few years, and I get peer support there. I can give links to other peo-
ple concerning the circumstances of people with disabilities and much other
information. I feel that social media gives new insights, I can see things
from other perspectives and maybe my own worries look a bit smaller. So-
metimes [ get peer support there as well (Maria, mother, visually impaired
from birth).

According to the parents’ accounts, social media has broadened their opportu-
nities to be active agents without the impairment complicating physical access or
participation. Getting information from social and other digital media via comput-
er is also meaningful for the parents. Therefore, noticing disabled people and their
needs in the development of information technology and social media is important
(Kent, Ellis, 2016). Overall, peer-related activities have enabled collective agency,
a situation where people unite their resources to achieve their goals (Bandura,
2000).
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Conclusions

The results present the parents’ agency as multidimensional and constructed in
interaction with various social structures and relations (Fig. 1).

The results also demonstrate that the parenthood of the mothers and fathers is
constructed in interaction with societal structures, cultural values and attitudes,
and social relations. The interaction brings forth practices, attitudes and reactions
that can either limit, question or support the construction of the parents’ agen-
cy. According to the results, the parents have strong agency. They have used the
resources of society and impacted the power relations in our society (Giddens,
1984). The parents have had to use their knowledge and flexible social resources
in meeting the demands of parenthood and their children’s development. Their
agency as parents have also required new attitudes and acts from them. The results
highlight the fact that creating one’s own, active agency is vital for them as moth-
ers and fathers (cf. Watson, 2012).

Transfor-
mative

Restrictive Flexible

Compen-

sating

Figure 1. The construction of parental agency
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From society, this requires a novel attitude towards disabled parents. At its best,
the social service system pays attention to the rights and self-determination of
disabled people, and creates more co-equal and equal possibilities for them (Ham-
marberg, 2014). It also offers places where parents can share their silent knowl-
edge, which can validate their position as knowing agents (cf. Giddens, 1984). The
results show that parents have the desire and ability to utilise social services so
that they can be parents in spite of the disability. Official help is also important for
the construction of their agency (Prillertensky, 2003), and the possibility to share
silent knowledge validated their position as parents.

Although Finnish people with a disability nowadays have better possibilities to
act as parents than in previous decades, the parents had experienced being evalu-
ated morally and even questioned as agents when making the decision to have a
child. While social structures are ready to accept their parenthood, people are not
always ready to acknowledge it yet. This is shown by the attitudes that parents
with disability or visual impairment often encounter even within professional and
institutional settings. Attitudinal barriers still exist, and genuine co-equality and
equality are still far from being reality. The clearest example of this are the difficul-
ties in getting a job (also Galvin, 2005; Kilkey, Clarke, 2010).

The agency of parents with a disability or visual impairment is built under the
demands of outsiders. The parents utilise existing structures and develop as agents
who change strategies to cope with their parenthood. Responding to their chil-
dren’s needs and developmental stages challenges parents to continuously change,
update and create their strategies regarding their agency as parents. The forms of
their agency demonstrate this multiplicity. In creating the strategies, peers and in-
formation received from them are significant, and the strategies are tested against
and accommodated to the parents’ own agency. Different peer-related activities
can also support the parents’ collective agency in realising their parenthood (Ban-
dura, 2000). The development of digital technology has enhanced the parents’ in-
teraction with other parents and helped in getting information about parenthood
and children’s developmental stages and needs. Paying attention to the needs and
rights of disabled people in developing social media is therefore important (Kent,
Ellis, 2016).

Although the research is based on a small sample of qualitative data from Finn-
ish society, it gives a voice to parents with physical disabilities or visual impair-
ment, and raises the point that more research is needed on the topic. For example,
cross-national analysis could offer important and broader insights into the subject.
However, the research points out the importance of seeing and hearing the experi-
ences of mothers and fathers with disabilities. It is vital to understand the construc-

93



Marjukka Rasa, Merja Laitinen

tion of parenthood through interaction between an individual social setting and
societal/cultural structures.

Based on the results, we argue that becoming and being a parent with a physical
disability or visual impairment is nowadays easier than in previous decades, but
it still requires strong will, agency and innovative action from the parents. They
construct their parenthood creatively by utilising various environmental, social
and societal resources. Through their lived experiences, mothers and fathers with
disabilities challenge societal assumptions and moral perceptions about their right
to be parents. The moral and social barriers reveal a need to raise awareness and
change attitudes.
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