Boston University

OpenBU http://open.bu.edu
Boston University Theses & Dissertations Boston University Theses & Dissertations
2023

Adapting parenthood: an online

resource and education platform for
occupational therapy practitioners
supporting parents with physical disabilities

https://hdl.handle.net/2144/46604
"Downloaded from OpenBU. Boston University's institutional repository."



BOSTON UNIVERSITY

SARGENT COLLEGE OF HEALTH AND REHABILITATION SCIENCES

Doctoral Project

ADAPTING PARENTHOOD:
AN ONLINE RESOURCE AND EDUCATION PLATFORM
FOR OCCUPATIONAL THERAPY PRACTITIONERS SUPPORTING

PARENTS WITH PHYSICAL DISABILITIES

by

JESSICA NICOLE PETERSON

M.S.O.T., San Jose State University, 2011
B.A., University California Riverside, 2009

Submitted in partial fulfillment of the
requirements for the degree of
Doctor of Occupational Therapy

2023



© 2023 by
JESSICA NICOLE PETERSON
All rights reserved



Academic Mentor

Academic Advisor

Approved by

Karen Duddy, OTD, MHA, OTR/L
Lecturer of Occupational Therapy

Karen Jacobs, Ed.D., OT, OTR, CPE, FAOTA
Associate Dean for Digital Learning & Innovation
Clinical Professor of Occupational Therapy



DEDICATION

I would like to dedicate this work to all who wish to live in world that is open to

diversity, supportive of difference, and celebrates adaptability and creativity.



ACKNOWLEDGMENTS

| applied for the Post-Professional Doctor of Occupational Therapy (PP-OTD)
program at Boston University during a shift in global health, my career, and my parenting
journey. In the spring of 2020, | had been preparing to apply for new jobs and send both
my young children to school for the first time. However, when the world came to a
standstill during the COVID-19 Pandemic, so did many of the meaningful occupations
that defined my identity as a friend, professional, and individual. Suddenly, | found
myself in the roles of stay-at-home parent, educator, and entertainer, losing some of the
outlets that had previously nurtured my mental health. To reclaim both my sanity and my
identities, | decided to take a leap and return to school.

Thank you to my supportive and loving husband, Nathan, for the constant
encouragement and confidence in me. Thank you to my daughters, Hadley and Riley, for
their sweet hugs and everlasting love and admiration. Thank you to my parents for being
there for me, and helping out with the girls when | needed it most. Thank you to my OT
Bestie, Amy, for paving the possibility of going back to school and encouraging me to do
more of what | love. Thank you to my business partner and co-founder, Gayle, for your
cheerleading and your support every step of the way. Thank you to my friends and family
for your advice, words of encouragement, and company. And last, but certainty not least,
thank you to my peer mentor, Emily Scannell, my academic mentor, Karen Duddy, my

classmates, and instructors of the PP-OTD Program at Boston University.



PREFACE

This manuscript is in part influenced by the educational background, life
experience, gender, ethnicity, culture, roles, and identity of the author. The author does
not identify as a disabled person, however, is an Ally and advocate for disabled and
neurodiverse individuals.

This manuscript uses both person-first and identity-first language to honor and
include the preferences of the disabled community and within the profession of
occupational therapy to “prioritize working for social change” (Harrison et al., 2021, para

1).
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ADAPTING PARENTHOOQOD:
AN ONLINE RESOURCE AND EDUCATION PLATFORM
FOR OCCUPATIONAL THERAPY PRACTITIONERS SUPPORTING
PARENTING ROLES AND OCCUPATIONS
JESSICA NICOLE PETERSON
Boston University, Sargent College of Health and Rehabilitation Sciences, 2023
Major Professor: Karen Duddy, OTD, MHA, OTR/L, Lecturer of Occupational Therapy
ABSTRACT

Parenting roles and occupations are complex and become even more challenging
when navigated with a physical disability. Physical, social, and political barriers are
among many factors that shape experiences in parenting and disability. Occupational
therapy practitioners (OTPs), with their holistic and client-centered approach, are ideally
positioned to provide professional support to alleviate or adapt to environmental barriers.
However, OTPs confront their own barriers to providing services, including a deficit in
and accessibility to occupation therapy-specific resources and education on disability and
parenting. These factors together result in a gap in service between disabled parents and
occupational therapy.

This doctoral manuscript offers a potential solution to these issues in the form of
Adapting Parenthood, an online resource and education platform for OTPs. The platform
is designed to provide occupational therapy specific professional education for
practitioners working with parents who experience barriers in their parenting roles due to

disability or related factors.
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Adapting Parenthood offers a user-friendly, digital interface that allows users to
navigate at their own pace, fostering autonomy, and learning motivation. It incorporates a
range of multimedia resources, catering to various learning styles and preferences, to
enhance user engagement and information retention.

The platform is organized into topic areas comprised of resources and educational
modules. The resources include a diverse range of documents, manuals,
recommendations, and legal information intended to supplement interventions and
enhance the practice of healthcare professionals. The educational modules focus on topic
areas where practitioners may need to refine their skills and knowledge when working
with parents with physical disabilities. These topics include adapting parenting
occupations, home modification and universal design, as well as disability-affirming
education on interdependence, social support, and disability rights related to parenting.

The content and design of Adapting Parenthood underscores the importance of
disability-affirming practice. It emphasizes understanding the unique lived experiences of
disabled individuals, particularly those who are parents, and the development of support
that mitigate and alleviate the challenges they face. Ultimately, this dissertation provides
an in-depth analysis of the unique challenges faced by parents with physical disabilities
and proposes a comprehensive online platform to support and educate OTPs working
with this population. Adapting Parenthood aims to bridge the service gap and foster a

more inclusive and supportive environment for disabled parents.

viii



TABLE OF CONTENTS

DEDICATION ...ttt sb e b e e sr e e b e e e ane e iv
ACKNOWLEDGMENTS ...ttt sttt e s Y
PREFAQCE ...ttt ekttt e s bt et e e st e e e be e aareabeeabeeanneen Vi
ABSTRACT .ttt vii
TABLE OF CONTENTS ...ttt st sttt et iX
LIST OF TABLES. ...ttt sttt e e e anne e Xi
LIST OF FIGURES ... .ot Xii
GLOSSARY ettt b et h e bt e et nae e xiii
CHAPTER ONE — INtrOQUCTION ...ttt 1
CHAPTER TWO - Project Theoretical and Evidence Base .........cccccvvvevveieieeieenesieiens 4
CHAPTER THREE — Overview of Current Approaches and Methods ..........c.ccccccvveaee. 24
CHAPTER FOUR — Description of the Proposed Program ...........cccceecevveeieevesicsinernenes 38
CHAPTER FIVE — Program Evaluation Research Plan............ccoccoovviiinniiininceen, 60
CHAPTER SIX — Dissemination Plan...........ccccooveiiiiiiniiiceeee e 66
CHAPTER SEVEN — FUNAING Plan .........cccooiiiiiiiiee s 77
CHAPTER EIGHT — CONCIUSION ...ttt 86
APPENDIX A — FUll LOGIC MOdEL........coooiiieeeee e 90
APPENDIX B — Simplified Logic MOdel ..........cccoiieiieicie e 91
APPENDIX C — Visual Model of Adapting Parenthood Content TOPICS...........cccvennen. 92
APPENDIX D — EXECULIVE SUMMAIY .....oovviiiieieeieciee sttt e et sne s 93
APPENDIX E — FaCt SREEL.......ecieiiei ettt 102



REFERENCES ..............

CURRICULUM VITAE



LIST OF TABLES

Table 4.1 Personnel Roles and DeSCrIPLIONS ..........cccveiveieiieiieeie e 57
Table 6.1 Summary Of K&Y MESSAGES ........coeiirieieieiesie sttt 68
Table 6.2 Dissemination Budget for Primary AUIENCE ..........ccooeiieiieiiiie e 74
Table 6.3 Dissemination Budget for Secondary AUdIENCE..........ccccvveveeriiieiieieeie e 75
Table 7.1 FUNCING BUAQEL........ciiiiieie e 80

Xi



LIST OF FIGURES

Figure 1 Environmental Barriers for a Parent with Physical Disability...............c..co....... 9
Figure 2 Service Barriers for the Occupational Therapy Practitioner .............cc.cccceeee. 16
Figure 3 A Gap in Care Between Parents and Occupational Thrapy Practitioners ........ 19

Xii



GLOSSARY

Adapt: The process of modifying or adjusting behaviors, environments, practices, or
tools to better fit the needs and abilities of an individual (Oxford English Dictionary,
n.d.). In the context of disability, adaptation can involve creative problem-solving to
enable participation and engagement in various life areas, including parenting roles and
occupations. Adaptation recognizes the interaction between the individual and their
environment and seeks to enhance accessibility and inclusivity.

Co-occupation: An activity which necessitate the participation of both the caregiver and
the recipient (AOTA, 2020).

Disability-affirming: An approach or attitude that acknowledges, respects, and values
the full potential of disabled individuals (Wasserman & Aas, 2011). Disability-affirming
perspectives seek to promote a positive understanding of disability, challenge prejudiced
views, and advocate for inclusivity, accessibility, and equity. In this context, this
approach emphasizes the importance of understanding disability as an aspect of diversity
and human experience rather than a deficit.

Occupational therapy practitioner (OTP): An individual who is trained and licensed to
practice occupational therapy (AOTA, 2020). In this context, this includes OT clinicians
who work directly with clients in various settings, OT educators who teach and mentor
students in academic settings, and OT students who are enrolled in an accredited
academic program in occupational therapy.

Parent: An individual who assumes the primary responsibility of raising and nurturing a
child. This term is inclusive and recognizes biological, adoptive, honorary, and
situational parents, as well as others who may not fit traditional definitions but who play
a substantial role in a child's upbringing and development (Oxford English Dictionary,
n.d.).

Parenthood: The state or role of being a parent, which involves raising and nurturing a
child. Parenthood encompasses a wide range of responsibilities and activities, including
but not limited to, daily caregiving, teaching, guiding, and supporting a child's emotional,
social, and physical development. This term recognizes that parenting can take on
different forms and structures across different cultures, societies, and individual
circumstances and can evolve over time as the child grows and the parent’s role changes
(Oxford English Dictionary, n.d.).

Parenting occupations: In this context, the range of activities and tasks involved in
raising and caring for a child. This can include, but is not limited to, daily care tasks,
teaching, guiding, supporting emotional development, and participating in leisure
activities with the child. Parenting occupations acknowledge the complexity and diversity
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of tasks involved in parenting and recognize their significance in both the parent's and
child's lives.

Parenting roles: In this context, the responsibilities, functions, and identities that a
person assumes or is assigned when becoming a parent. This can encompass a wide array
of roles including caregiver, teacher, protector, provider, role model, and more. Parenting
roles can vary based on cultural, societal, familial, and individual factors, and can evolve
over time as the child grows.

Physical disability: In this context, a condition or identity that involves long-term or
temporary physical differences which may affect an individual's mobility, sensory
systems, physical capacity, stamina, or dexterity. This term acknowledges a broad
spectrum of experiences and recognizes that disabilities can be inherent or acquired,
visible or invisible, and can impact life in diverse ways.
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CHAPTER ONE - Introduction

Parenthood embodies the adjustment to new roles, occupations, routines, and
identities. Parenting can be challenging, requiring physical, emotional, and social efforts,
as well as the acquisition of new skills. Parenting involves numerous co-occupations,
which necessitate the participation of both the caregiver and the recipient to perform a
task (Boop et al., 2020).

The Occupational Therapy Practice Framework - Fourth Edition (OTPF-4) refers
to parenting in the context of occupations, roles, routines, and personal factors (Boop et
al., 2020). Addressing challenges of parenting aligns well with occupational therapy due
to the profession's holistic, client-centered nature (Terasoff, 2017). Occupational therapy
interventions related to childcare or parenting may result in increased participation and
satisfaction in co-occupations, reduced parenting-related stress and anxiety, and enhanced
well-being (Lim et al, 2022).

About 6% of parents with dependent children have a disability (Wint et al., 2016).
The challenges related to parenting activities are magnified for disabled individuals due
to environmental barriers and a lack of sufficient support. As a result, disabled parents
often face a shortage of necessary resources and struggle with some aspects of parental
roles and occupations (Boop et al., 2020). These obstacles can lead to decreased mental
and physical well-being, increased risk of injury, and safety issues. Social and
professional support for these obstacles is often needed and frequently not received
(Lightfoot et al., 2018). In addition, support that is offered frequently fails to consider the

context or environment in which the disability exists (Brennan & Swords, 2021).



As healthcare practitioners, OTPs commonly address occupational barriers related
to disability. Parenting is a common role and likely to be a meaningful part of the lives of
occupational therapy clients. It is crucial for practitioners to understand occupational
performance skills related to parenting within the context of disability.

The scope of the problem addressed in this paper highlights two main issues faced
by disabled parents. First, these parents experience environmental barriers that affect
their participation and identity as parents. Second, while occupational therapists are well-
suited to support parents with physical disabilities in their performance and participation
in parenting occupations and identity, they often lack the knowledge, tools, or
professional or clinical structure to do so effectively (Lim et al., 2022). These issues
combined result in a gap in care between disabled parents and OTPs.

In light of the identified gap, the author proposes Adapting Parenthood, an online
resource and education platform designed to provide accessible and comprehensive
support for OTPs and other interested parties. Adapting Parenthood consists of two
principal components: a resource library with informative and instructional materials, and
educational modules that offer professional development and Continuing Education Units
(CEUSs). The resources aim to address aspects of parenting with a physical disability, and
the modules strive to either supplement existing clinical skills or introduce new topics of
interest. This project operates under the documented need for comprehensive, disability-
affirming, and profession-specific information to enhance treatment strategies and
ultimately improve support for parents with physical disabilities (Kirshbaum, 2013; Lim

etal., 2022 & Wint et al., 2016).



In the context of this manuscript, physical disability is defined as a condition or
identity that involves long-term or temporary physical differences which may affect an
individual's mobility, sensory systems, physical capacity, stamina, or dexterity. This term
acknowledges a broad spectrum of experiences and recognizes that disabilities can be
inherent or acquired, visible or invisible, and can impact life in diverse ways. The author
acknowledges that disability is muti-factorial. Though physical disabilities are the focus
of this manuscript, much of the information is also relevant to other types of disabilities.

The rest of this paper will further explain the problem to be addressed and the
proposed solution. Chapter Two presents an in-depth analysis of the problems facing
parents with physical disabilities and identifies the factors contributing to these
challenges. Chapter Three provides a comprehensive literature review, illustrating the
current state of occupational therapy support and resources for disabled parents. In
Chapter Four, the author introduces the proposed solution, Adapting Parenthood—a
digital platform designed to enhance the competency and knowledge of OTPs working
with this population. Chapter Five outlines the plan for evaluating the effectiveness of the
Adapting Parenthood platform, providing detailed methodologies and strategies. The
methods for disseminating information about the platform to the relevant audiences are
discussed in Chapter Six, while Chapter Seven offers a funding plan to ensure the
financial sustainability of the project. Finally, Chapter Eight concludes the paper by
highlighting the potential significance of the Adapting Parenthood platform in the field of

occupational therapy.



CHAPTER TWO - Project Theoretical and Evidence Base

This chapter offers a comprehensive review of the unique obstacles faced by
parents with physical disabilities. It will also investigate the obstacles that professionals
working in the field encounter when attempting to address the challenges related to
parenting roles and occupations for disabled parents. The combination of factors affecting
both the population and service delivery sides contributes to a notable gap in care.
Significance

The significance of the challenges confronted by parents with physical disabilities
is substantial and multi-layered. An estimated 6% of parents with dependent children
have a disability (Wint et al., 2016). These parents often require social and professional
support in their parenting roles; however, they frequently do not receive the necessary
assistance (Lightfoot et al., 2018). These facts underscore the importance of addressing
the hurdles faced by parents with physical disabilities and providing appropriate support
and resources to promote their well-being and successful parenting experiences. The
subsequent sections explore the ramifications of physical disability on physical health,
mental wellbeing, and parental rights.
Health Outcomes

Physical health and safety of parents with disabilities can be a concern. Parents
with physical disabilities may worry about their own and their children's physical safety,
particularly when it comes to lifting and carrying (Brennan & Swords, 2021). Namkung
(2019) found that parents with physical disabilities were at a higher risk of frequent

physical distress, obesity, smoking, and insufficient sleep compared to parents and non-



parents without disabilities. Furthermore, physically disabled parents often struggle to
meet basic needs such as housing, childcare, and finances (Lightfoot et al., 2018).
There is ample evidence of poor mental health outcomes, such as depression, anxiety, and
decreased self-esteem, in parents with disabilities (Mazur, 2006). The increased need for
planning ahead and securing additional physical, social, or safety support often leads to
isolation (Brennan & Swords, 2021). Parents with physical disabilities can also feel that
their parenting, particularly around discipline, is ineffective, which can negatively affect
their self-esteem and self-worth (Brennan & Swords, 2021). These parents often lack
social support, as they report fewer social contacts compared to their non-disabled
counterparts (DeZelar & Lightfoot, 2021). Furthermore, social stigma and perception can
undermine a parent's self-esteem (Crawford, 2003).
The Role of Occupational Therapy

OTPs are remarkably well-equipped to provide vital services to this population.
Their holistic approach, which encompasses the physical, emotional, cognitive, and social
aspects of an individual's health and well-being, empowers them to identify and meet
specific needs in a comprehensive, personalized manner (Boop et al., 2020). Applying
activity analysis, OTPs can adapt or modify parenting tasks to better align with an
individual's capability of performing an activity "efficiently, safely, with ease, and
without assistance” (Boop et al., 2020, p. 55). Equipped with an understanding of
environmental factors and familiarity with assistive technologies and adaptive equipment,
OTPs can recommend, customize, and train parents to effectively use these tools to

address certain environmental barriers. Their client-centered approach ensures that



interventions are tailored to the unique needs of each individual (Law et al., 1998), and
their ability to collaborate across disciplines enables the integration of various services to
address complex needs. Therefore, the specialized knowledge, skills, and approach of
OTPs make them ideally suited to support disabled parents. Their contributions help
navigate the challenges encountered in parenting occupations, ultimately enhancing the
overall quality of life and well-being of their clients and families.

Occupational Therapy Practice Framework

The issues faced by parents with disabilities are firmly within the scope of
occupational therapy, aligning with the Occupational Therapy Practice Framework -
Fourth Edition (OTPF-4) (AOTA, 2020) in several ways. First, these parents often
encounter obstacles in their participation in occupations. A study involving mothers with
disabilities resulting in upper extremity weakness highlighted some of the difficulties
encountered in child-rearing occupations due to disability and environmental limitations
(Wint et al., 2016). Tasks such as night-care, bathing, and carrying an infant emerged as
particularly challenging due to the physical nature of the activities and safety concerns
for both parent and child (Wint et al., 2016).

Parents with disabilities often face barriers in thriving within certain environments
or contexts. Aspects contributing to physical, social, political, cultural, and economic
environments create barriers to occupational performance. Performance patterns are also
disrupted for disabled parents. They may experience deficits in performance skills, which
necessitate re-training and accommodations for both parent and child (Wint et al., 2016).

Client factors are ““specific capacities, characteristics, or beliefs that reside within



the person, group, or population and influence performance in occupations” (AOTA,
2020, p.17) and significantly impact a person's definition of disability, experience, and
identity. Parents with weakness or physical limitations often require adaptations for
transportation, feeding, and co-sleeping with their infants and children (Wint et al.,

2016). Those with upper extremity or torso differences often resort to unconventional
methods or risk injury while carrying their babies (Wint et al., 2016). However, the extent
to which physical differences affect the performance of a skill vastly differs and is
influenced by lived experience, identity, environment and family and social dynamics.

Parenting is a skill and experience that requires lifelong learning, a familiar
concept for disabled individuals. Having had to adapt throughout their lifetimes,
parenting becomes a new occupation that necessitates further adaptation. The pre- and
post-natal periods, in particular, require unique adaptations, including baby-care
modifications, breastfeeding supports, and post-partum planning (Powell et al., 2019).

In conclusion, the challenges faced by parents with disabilities align with multiple
aspects of the OTPF-4 (AOTA, 2020) including limitations in occupational participation,
environmental barriers as contexts, disrupted performance patterns, performance skill
deficits, and the influence of client factors on lived experience and identity. Given that
parenting requires lifelong learning and specific adaptations during pre and postnatal
periods, occupational therapy plays a pivotal role in facilitating these adaptations,
enhancing the quality of life, and promoting independence in parenting occupations. This
alignment with the OTPF underscores the importance of meeting the unique needs of

disabled parents within the occupational therapy practice scope.



Theoretical Framework

Biomedical models, which do not differentiate between the person and their
disabilities, are prevalent in healthcare and social structures. These models often overlook
the context or environment in which the disability exists, failing to adequately address
roles, or clusters of occupations, such as those required for parenting. These models’
focus on body systems, structures, and symptom reduction may limit their effectiveness
due to not addressing environmental or contextual barriers (Brennan & Swords, 2021).

In contrast, the Social Model of Disability (SMD) is a theoretical framework that
views disability as a societal construct, shaped largely by societal barriers (Anastasiou et
al., 2016). The challenges faced by parents with physical disabilities can be more
holistically understood through the SMD. This model illuminates the significant impact
of the environmental on the lived experiences of disabled individuals. It emphasizes the
importance of tackling societal attitudes and environmental obstacles to enhance the
participation of parents with disabilities in parenting-related occupations. By framing
disability within the context of maladaptive social and environmental structures, the SMD
opens avenues for creative problem-solving and improving long-term social outcomes
(Kirshbaum & Olkin, 2002).

In connection with the SMD, the concept of ableism demands recognition.
Ableism defines "disability as a state of exception,"” perceiving disabled individuals as
separate, deviant, and other (Daniels, 2019; p. 115). Research indicates that
environmental factors often pose functional and participatory limitations for those with

physical disabilities, including physical barriers inherent in environments designed for



non-disabled users, and societal barriers related to bias, discrimination, and judgment
(Santos et al., 2019; Farber, 2000; Gitlow, 2021; Parchomiuk, 2014). An ableist society
can devalue disabled parents, viewing them as "less-than™ or incompetent, often reacting
with surprise when a disabled parent displays competent parenting. These societal
attitudes can undermine mental health and self-perception of parenting efficacy. More
disturbingly, entrenched ableist systems in society can lead to devastating consequences,
such as the disproportionate and often unfounded legal removal of parental rights
(Powell, 2023).

Environmental Barriers

Figure 1
Environmental Barriers for a Parent with Physical Disability

As illustrated by Figure 1 Environmental Barriers for a Parent with Physical
Disability, physical, social, cultural, political, and economic barriers contribute to
challenges with parenting roles and occupations. The following section, discuss these

barriers in detail.
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Physical Barriers

Individuals with disabilities often face physical barriers when performing
parenting tasks. The physical environment largely affects mobility, accessibility, and
successful engagement in meaningful occupations (Powell et al., 2019; Wint et al., 2016).
It is crucial to consider body functions and structures when understanding the context
within which occupation and health operate. Even though the motivation, meaning, and
desire to carry out occupations exist independently of the physical body, navigating a
world designed for a specific body type and function can be challenging, if not
impossible. Therefore, it becomes necessary to modify or design furniture, homes, and
community spaces to accommodate mobility devices and diverse bodies and abilities.

Inaccessible Spaces. Parents with disabilities often find that inaccessible spaces
substantially affect their ability to perform parenting roles and tasks. Public spaces like
playgrounds, schools, restaurants, shops, and walkways can pose significant challenges
for these parents and their children (Wint et al., 2016). In some cases, even areas within
their own homes, such as children's bedrooms, can present substantial obstacles (Farber,
2000).

Moreover, childcare devices like swaddles, toys, changing tables, cribs, and other
pieces of furniture are frequently designed with "average," non-disabled caregivers in
mind, which may not consider the unique needs of disabled parents. The design of objects
and architecture can restrict mobility or access for those who do not conform to a certain
functional standard (Gitlow, 2021). For instance, parents reliant on wheelchairs often

grapple with accessibility issues within their own homes (Wint et al., 2016). A crib with
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high, non-adjustable rails, for instance, could be physically taxing or even inaccessible.

Physical Isolation. Due to the increased need for planning and securing
additional physical, social, or safety support or access, disabled parents often experience
physical isolation (Brennan & Swords, 2021). One study (Casey et al., 2022) reported
that disabled parents with often found accessible entrances and exits separate or different
areas from non-accessible exits, leading to forced separation from others or the main
activity. The use of “a different door” drew visual attention to the differences between the
disabled parents and the non-disabled parents (Casey et al., 2022).

Equipment Use. Another type of physical barrier pertains to the use of mobility
devices or other equipment. Parents who use mobility devices have reported problems
with proximity to their children (Casey et al., 2022). A study of wheelchair users found
that access to children was often limited or blocked by physical aspects of the wheelchair
itself or by the user’s static or low position, which also increased the difficulty and risk of
injury when lifting, carrying, or accessing children. Issues such as being at a fixed height,
not being able to make eye contact, or match the gait or speed of their children were
identified as sources of frustration by parents using wheelchairs (Casey et al., 2022).
Social Barriers

Social barriers significantly impact the challenges faced by individuals with
disabilities who have expressed feelings of frustration and a sense of their disabilities
being magnified due to social contexts driven by stereotypes, biases, taboos, and
inaccurate portrayals (Fraser & Llewellyn, 2015). Social contexts directly impact policies

and regulations that overlook or ostracize disabled parents. Societal attitudes can
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diminish mental health and self-perception of parental effectiveness (Namkung, 2019).

Societal Portrayals and Perceptions. Disabled parents often endure dual
discrimination from society based on both their disability and parental status (Namkung,
2019). Historically, society has struggled to support the intersection of parenting and
disability as a feasible and healthy scenario (Wint et al., 2016). This discrimination is
amplified by societal norms and perceptions, frequently negatively or inaccurately
portrayed by popular media (Fraser & Llewellyn, 2015).

Bias, generalization of disability, and stereotypes are prevalent in society, leading
to confusion can undermining the capability of disabled parents. These societal
perceptions can prompt doubt from family, friends, communities and professionals
regarding parental competence (Gitlow et al., 2021). Disabled parents may face pressure
not to have children or to give up their children due to societal biases and expectations
(Crawford, 2003).

The role of a mother can be particularly scrutinized. Society often views women
with disabilities as passive and dependent (Grue & Larum, 2002) creating a disparity
when considering them as capable caretakers of their children. Mothers in a study by
Grue & Laerum (2002) reported feeling compelled to visibly "perform™ expected
mothering duties in public settings. They often lacked social support, reporting fewer
social contacts than their non-disabled counterparts.

Lack of Professional Knowledge and Resources. Social contexts influence how
disability and parenting are perceived, and these, often negative, portrayals contribute to

societal bias, generalization, and inexperience or lack of resources among professionals
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who could provide useful services. The acquisition of adaptive equipment often relies on
professionals who lack adequate knowledge and tools to address the specific needs of
parents with physical disabilities (Evans & Orpwood, 2007). A 2019 study surveying
OTPs working with disabled populations about parenting occupations reported that there
is “an urgent or moderate need for more resources and information related to adaptive
equipment, childcare techniques, intervention plans, and evaluation” (Lampe & Gabriel,
2019 p. 241).

Healthcare systems and professionals accessed during the perinatal period
influence the beginning of a parenting journey. Perinatal healthcare professionals and
educators have reported little, incomprehensive, or inaccurate education on disability
within their fields (Smeltzer et al., 2022). In fact, a recent systematic review concluded,

“women with physical disabilities are made to feel different due to negative

societal attitudes and unaccommaodating environmental structures. Women with

physical disabilities face several barriers in accessing maternity care and describe

suboptimal care experiences” (Blair et al., 2022 p. 22).

Moreover, studies have also shown that healthcare providers fail to adequately address
issues like breastfeeding and pain related to disability after childbirth (Hall et al., 2018).
Cultural Barriers

Cultural barriers significantly impact the experiences of disabled parents. In many

cultures, disability carries an unfortunate connotation of diminished skill in performing

tasks that are socially, physically, or environmentally expected (Powell et al., 2019). This
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perception, often referred to as ableism, is compounded by cultural norms that do not
consider the challenges or capabilities of disabled individuals.

Furthermore, there is an apparent lack of representation of disabled parents in
popular media, product design, marketing, and even among peer groups. This absence
amplifies their visibility due to external differences and places undue pressure on them to
conform to social expectations and prove their competence as parents (Casey et al., 2022;
Santos et al., 2019).

Cultural barriers are also present within healthcare systems, which are
traditionally focused on minimizing negative health outcomes. This focus often overlooks
the positive health experiences, characteristics, and strengths related disability.
Traditional models of disablement, centered on pathology, deficits, disease, injury, and
iliness, often fail to separate the person from their disabilities, neglecting the context or
environment in which the disability exists (Brennan & Swords, 2021). These models
contribute to a limited representation of positive health outcomes, which can be just as
distressing as poor health outcomes themselves. Thus, cultural barriers continue to
present a significant challenge for disabled parents, calling for a more inclusive and
nuanced approach in healthcare and society at large.

Political Barriers

Political barriers significantly contribute to the challenges that parents with
disabilities face. These range from restrictive modern safety regulations which limit the
adaptability of aftermarket caregiving devices and furniture, such as cribs with drop-

down rails (Wint et al., 2016), to limited funding and insufficient access mechanisms for
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assistive technology. Particularly detrimental are the societal perceptions of incapacity
that can exacerbate the difficulties faced by these parents in maintaining their parental
rights when they are legally contested (Farber, 2000; Gitlow et al., 2021). In some states,
the mere existence of a disability can be used as the primary reason for the removal of
parental rights, even in the absence of evidence of abuse or neglect (Gitlow et al., 2021).

Social policies related to disability also pose additional political barriers. Often,
there is insufficient funding and unclear support for parenting among disabled
individuals. Parents with disabilities frequently confront discrimination, become involved
with child welfare systems, face professional biases, and experience a disproportionate
rate of parental rights termination (Lightfoot et al, 2018).
Economic Barriers

Economic barriers pose additional challenges for disabled parents. These parents
often grapple with high costs of healthcare, specialized equipment, and basic necessities
such as housing and childcare (Lightfoot et al., 2018). The high expenses associated with
obtaining assistive technology or modifying existing equipment or environments to
accommodate their needs, can limit their ability to utilize these resources (Powell et al.,
2019). Furthermore, parents with disabilities may find it difficult to access necessary
materials, equipment, or funding for these modifications (Bailey, 2019; Gitlow et al.,
2021). Alongside the economic trade-off between income and benefits, the financial
pressures associated with these costs can significantly impede the ability of these parents

to provide adequate or desired levels of care or resources for their children.
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Service Barriers

Figure 2
Service Barriers for the Occupational Therapy Practitioner

As illustrated in Figure 2, Service Barriers for an Occupational Therapy
Practitioner, multiple barriers exist that prevent or limit the use of occupational therapy
as a direct service for parents with physical disabilities. In the following section, we will
explore these barriers in more detail.
Narrow Clinical Focus

OTPs (OTPs) should ideally be well-equipped to support parents with disabilities
in achieving their parenting goals. However, professional and structural barriers often
limit the utilization of occupational therapy for this population. One prevalent issue is the
narrow clinical focus among OTPs. While many OTPs express interest in providing
services for childcare occupations, research suggests they often complete their entry-level
education with a limited understanding of how disability impacts parenting (Lampe,

2019; Wint et al., 2016). Misconceptions about parental and family dynamics, as well as



17

abilities, can lead to misdirected referrals or a complete absence of appropriate referrals
(Crawford, 2003). Interestingly, although OTPs recognize the necessity of parenting
support as part of occupational intervention, these same professionals often neglect to set
parenting-related goals for their clients (Lim et al., 2022).

Limited Literature and Knowledge

Healthcare professionals’ understanding and education about parenting with
disabilities are often insufficient. A seminal report by the National Council on Disability
(NCD), reports "a scarcity of accurate and comprehensive information about parenting
with a disability” (Lampe et al., 2019; p. 234). In particular, it is well-documented that
perinatal care providers often lack adequate training and education on caring for mothers
with disabilities during pregnancy and the postnatal period (Powell et al., 2019). The
occupational aspect of parenting is largely unaddressed in entry-level occupational
therapy education (Lim et al., 2022).

Furthermore, existing research on parenting with disabilities is riddled with issues
such as pathological assumptions, failure to consider key distinctions among disabilities,
and confusion between correlation and causation (Crawford, 2003). The limited diversity
in research, which predominantly features white, female subjects, restricts the application
of findings to diverse populations (Lim et al., 2022). Also, the existing literature tends to
focus on parenting in terms of the role or emotional experience, rather than viewing
parenting as a unique set of occupations. A comprehensive review unlimited to year of
publication found only 105 peer-reviewed journal articles and book chapters were found

parenting as an occupation. Of these, only 27% dealt with parents with disabilities,
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including those often ambiguously categorized under having a "health condition™ (Lim et
al., 2022).
Lack of Occupational Therapy Resources

Insufficient documentation, training and use of direct occupational services for
parents with disabilities hinder the development of effective interventions (Lim et al.,
2022). The procu