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Spina Bifida: Sexuality & Relationships

Attitudes toward Sexuality in Spina Bifida

Spina Bifida (SB), a complex congenital neurological condition resulting from the incomplete
closure of the neural tube, significantly impacts various aspects of life, including physical mobility,
continence, and crucially, sexual development and expression. Historically, the focus of medical
intervention for individuals with SB centered primarily on survival, orthopedic correction, and
functional independence, often overlooking the fundamental human need for intimacy and sexual
fulfilment. This oversight has contributed to a pervasive societal attitude that frequently
desexualizes or infantilizes individuals with physical disabilities, creating significant barriers to
healthy sexual identity formation and relationship development. Understanding attitudes toward
sexuality in the context of SB requires a deep exploration of the interplay among biological
limitations, internalized psychological beliefs, and external sociocultural pressures, recognizing that
sexuality is a core component of overall quality of life and psychological well-being, irrespective of
physical challenges.

The psychological landscape surrounding sexuality for individuals with SB is profoundly shaped by
the prevailing societal narrative, which often fails to acknowledge disability and sexuality as
coexisting realities. These external attitudes, stemming from ignorance or discomfort, frequently
translate into internal struggles related to self-worth and body image. While medical advancements
have dramatically increased life expectancy and functional capacity for those with SB, the
psychological infrastructure necessary to support healthy sexual adaptation has often lagged
behind. Therefore, an examination of attitudes must encompass not only the individual's self-
perception but also the influential attitudes held by parents, caregivers, healthcare professionals,
and the broader community, all of whom contribute to the environment in which sexual identity is
formed and expressed.

This encyclopedia entry aims to systematically dissect the complex dynamics influencing attitudes
toward sexuality in the Spina Bifida population. We will analyze the specific neurological and
physical challenges that necessitate adaptive approaches to sexual activity, delineate the
psychosocial barriers imposed by stigma and internalized shame, and critically evaluate the roles
played by key support systems--family and medical providers--in shaping these attitudes. By
addressing these multifaceted factors with high detail and a formal tone, we seek to advocate for a
paradigm shift that integrates comprehensive sexual health support into standard care, ultimately
promoting positive sexual attitudes and enhanced relational satisfaction for individuals navigating
life with Spina Bifida.

Physical and Neurological Factors Affecting Sexual Function

The physical manifestations of Spina Bifida, particularly the level of the spinal lesion, directly
dictate the degree of neurological control over sexual organs and functions, fundamentally shaping
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the individual's approach to sexual activity and their subsequent attitudes toward their own
capabilities. Lesions occurring in the lumbar or sacral regions often compromise the necessary
sensory and motor pathways required for typical sexual response cycles. Specifically, the capacity
for psychogenic and reflex erections in males, and corresponding lubrication and clitoral
engorgement in females, is highly variable. Individuals with higher lesions may rely solely on
psychogenic responses, which require intact upper spinal pathways, while those with lower sacral
lesions might retain reflexogenic responses, which are involuntary and triggered by direct touch.
The variability necessitates personalized understanding and often leads to anxiety regarding
predictable sexual performance, deeply impacting self-confidence and willingness to engage in
intimate situations.

Beyond direct neurological impairment, secondary physical issues associated with SB introduce
profound challenges that influence sexual self-perception and partner interaction. Foremost among
these are issues related to bowel and bladder continence. The management of neurogenic bladder
and bowel, often involving catheters, ostomies, or frequent toileting schedules, can create intense
feelings of vulnerability, shame, and fear of rejection. These functional necessities, while critical for
health, can be perceived as antithetical to the culturally idealized image of spontaneous,
unburdened sexuality. Consequently, individuals may develop avoidance behaviors or restrict
intimacy to minimize the risk of accidents or the necessity of disclosing these management
routines, leading to negative attitudes toward their own bodies as sexual entities and hindering the
formation of deep, trusting romantic relationships where such disclosures are necessary.

Furthermore, orthopedic limitations, including impaired mobility and the use of assistive devices
such as wheelchairs, walkers, or braces, require creative adaptation in sexual positioning and
activity, which can be psychologically taxing. The physical differences themselves, along with
associated scarring from multiple surgeries, can contribute to a negative body image, reinforcing
the belief that the body is primarily medical or defective rather than capable of pleasure and
connection. Attitudinal shifts often involve moving from viewing these physical requirements as
obstacles to viewing them as integral, manageable aspects of life. Medical interventions, such as
the use of PDES5 inhibitors for erectile dysfunction or specific lubrication aids, are vital tools;
however, reliance on these aids can sometimes generate feelings of dependency or clinical
separation from the act of intimacy, requiring significant psychological adjustment to maintain a
positive and integrated sexual identity.

Psychosocial Barriers and Stigma

The most formidable challenges to positive sexual attitudes among individuals with Spina Bifida
are often rooted in external psychosocial barriers and pervasive societal stigma. Western culture
frequently equates physical perfection and full independence with sexual desirability, resulting in
the widespread phenomenon of desexualization of disabled bodies. This stigma often manifests as
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the assumption that individuals with significant physical limitations are perpetually childlike,
asexual, or incapable of understanding or participating in mature, intimate relationships. When
individuals with SB internalize this societal narrative, they may experience profound confusion and
distress during adolescence when sexual urges emerge, as these internal feelings clash sharply
with external perceptions, leading to internalized shame, suppressed exploration, and potentially,
the development of deeply negative attitudes toward their own sexual identity.

Internalized stigma operates as a powerful psychological barrier, translating external negative
attitudes into self-rejection. This process often results in low sexual self-efficacy--the belief in one's
ability to initiate and sustain sexual encounters successfully. Individuals may preemptively
withdraw from dating or relationship opportunities due to fear of rejection, ridicule, or the necessity
of explaining their physical condition and functional limitations. The chronic exposure to societal
messages that equate disability with lack of sexual appeal can severely damage self-esteem and
body image, particularly when combined with the realities of visible differences or reliance on
mobility aids. This internalized oppression requires substantial psychological resilience and often
professional intervention to overcome, as it fundamentally undermines the individual's right to view
themselves as a capable and desirable sexual being.

Furthermore, the formation of relationships is complicated by misconceptions held by potential
partners. Partners without disabilities may harbor significant anxieties regarding the physical
demands of care, the perceived complexity of adaptive sexual techniques, concerns about fertility
or genetic transmission, and general discomfort with disability. These attitudinal barriers are not
easily dismantled and necessitate assertive communication and education on the part of the
individual with SB. The frequent need for disclosure of intimate medical details early in a
relationship poses a unique emotional burden. Navigating these external misconceptions requires
a robust, positive self-attitude toward sexuality, allowing the individual to educate potential partners
and challenge the stigma rather than internalizing the rejection as a personal failure or inadequacy
based on their condition.

Parental and Caregiver Attitudes

The attitudes and beliefs held by parents and primary caregivers are arguably the most critical
early determinants of how a child with Spina Bifida develops their sexual self-concept. Parental
attitudes often oscillate between two extremes: overprotection, stemming from the understandable
desire to shield the child from physical or emotional harm, and normalization, which involves
treating the child as a developing sexual being with age-appropriate needs and curiosities.
Overprotective attitudes, characterized by avoiding discussions of puberty, relationships, or sexual
health, inadvertently communicate that the child's sexuality is dangerous, inappropriate, or non-
existent, thereby hindering crucial developmental milestones related to autonomy and sexual
exploration. This parental anxiety, rooted in concerns about vulnerability, exploitation, or functional
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capacity, can inadvertently foster negative self-attitudes in the child, leading to confusion and
delayed sexual maturity.

A significant challenge lies in the communication gap regarding sexual education. Many parents of
children with SB report feeling ill-equipped or uncomfortable discussing topics of sex, intimacy, and
relationships, often lacking the specific knowledge required to address the unique functional issues
(e.g., adaptive positioning, sensory differences, fertility risks) inherent to SB. This silence, or the
relaying of incomplete or fear-based information, leaves adolescents with SB reliant on potentially
inaccurate or misleading information from peers or media, further contributing to confusion and
poor decision-making. Positive parental attitudes involve proactively seeking out resources,
initiating open dialogue, and validating the child's emerging sexual interests, framing sexuality as a
normal, healthy part of life that requires specific adaptation and knowledge, rather than denial or
avoidance.

As the individual with SB transitions into adulthood, parental attitudes regarding independence and
autonomy become paramount. Caregivers must navigate the fine line between providing necessary
support and allowing the young adult to assume responsibility for their own relationships and
sexual decisions. Attitudes that perpetuate dependence or fail to recognize the adult's right to
sexual agency can severely impede relationship formation and intimate exploration. Fostering
positive sexual attitudes requires caregivers to actively support the individual's pursuit of privacy,
dating experiences, and sexual expression, even if those choices induce anxiety in the caregiver.
The ultimate goal is to transition the individual from being the object of care to being the agent of
their own sexual and relational life, a transition heavily influenced by the extent to which parents
endorse and model independence and self-advocacy.

Healthcare Provider Roles and Education Gaps

Healthcare providers (HCPs) involved in the multidisciplinary care of individuals with Spina Bifida
hold a powerful, yet often underutilized, position in shaping positive attitudes toward sexuality.
Historically, the medical model prioritized physical survival and functional rehabilitation, often
treating sexual health as a tertiary concern, if addressed at all. This systemic neglect sends an
implicit message that sexual function is either unimportant or too complex and uncomfortable to
discuss, reinforcing the desexualization of the patient. A critical shift in attitude is required within
the medical community: recognizing sexual health not merely as the absence of dysfunction, but as
an essential component of holistic care, mental health, and overall quality of life across the
lifespan.

Significant education gaps exist among HCPs regarding the specific sexual health needs of the SB
population. Many providers lack specialized training in adaptive sexual techniques, fertility
counseling for individuals with neurogenic dysfunction, or practical strategies for managing
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continence issues during intimacy. This lack of knowledge often results in either avoidance of the
topic or the provision of generalized advice that fails to address the specific neurological realities of
SB. Positive provider attitudes involve proactive screening for sexual health concerns, starting in
early adolescence, and integrating comprehensive, age-appropriate sex education into routine
clinical visits. This requires HCPs to develop comfort and competence in discussing sensitive
topics, using appropriate medical terminology while maintaining a non-judgmental and supportive
stance.

Effective intervention requires a collaborative, multidisciplinary approach. Urologists,
gynecologists, rehabilitation specialists, and psychologists must work together to address the
biological, functional, and psychological aspects of sexual health. Providers must be prepared to
address specific topics such as the potential impact of medications on libido, safe sex practices
considering sensory limitations, and the complex issues surrounding fertility, pregnancy, and
childbirth in women with SB. Furthermore, providers should actively refer patients to specialized
psychological counseling when attitudes related to body image, relationship distress, or
internalized stigma are identified. The HCP's attitude must convey that seeking sexual fulfillment is
a legitimate health goal, empowering the individual with SB to advocate for their needs and explore
their sexuality safely and confidently.

Body Image and Self-Esteem

Body image is inextricably linked to sexual attitudes and self-esteem, and for individuals with Spina
Bifida, the challenge of accepting and valuing their physical form is complex and multifaceted. The
visible manifestations of SB, including surgical scars, orthopedic differences, atypical gait, and the
use of mobility devices, often deviate significantly from societal ideals of physical attractiveness
and sexual appeal. Furthermore, the necessity of managing continence through devices, pads, or
surgical diversions introduces an element of physical difference that can feel intensely private and
shameful. These factors contribute heavily to a negative body schema, where the individual views
their body primarily through a lens of medical deficit or functional limitation rather than as a source
of pleasure and connection, leading to profoundly negative attitudes toward their potential for
sexual engagement.

The psychological work required to reconcile the lived reality of a body with significant physical
limitations with the culturally promoted ideals of effortless, spontaneous sexuality is substantial.
Low self-esteem often results from the perceived discrepancy between the ideal and the reality,
leading to fear of exposure, avoidance of physical intimacy, and difficulty believing that they could
be desirable to a partner. Negative attitudes toward the self are reinforced by media portrayals that
rarely feature disabled individuals in sexual contexts, creating a lack of positive role models.
Overcoming this requires fostering a resilient self-concept that de-emphasizes superficial physical
attributes and focuses instead on competence, personality, and the capacity for emotional intimacy
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and connection, thus shifting the foundation of sexual self-worth.

Developing positive body image and robust self-esteem necessitates therapeutic interventions
focused on acceptance and reframing. This involves helping individuals challenge negative self-
talk, recognize their body's inherent strengths and capabilities (even if different from the norm), and
redefine what constitutes attractiveness and sexual satisfaction. Support groups and peer
mentorship, where individuals witness others with similar challenges navigating successful
relationships, are invaluable in shifting attitudes from self-pity or shame to empowerment.
Ultimately, positive sexual attitudes stem from a deep internal conviction that one's body, despite
its functional differences, is worthy of love, pleasure, and intimate connection, requiring a
deliberate rejection of societal ableist standards of beauty and function.

Relationship Formation and Intimacy

Attitudes toward sexuality significantly influence the practical challenges faced by individuals with
Spina Bifida in initiating and maintaining intimate relationships. The initial hurdle often involves
disclosure--deciding when and how to inform a potential partner about the physical realities of SB,
including functional limitations and continence management. A positive, self-assured attitude
enables the individual to approach disclosure with confidence and matter-of-factness, presenting
the information as simply one aspect of their life rather than a defining flaw. Conversely, negative
or shame-based attitudes can lead to delayed or anxious disclosure, potentially creating mistrust or
reinforcing the partner's preconceived notions that the disability is a secret or burden. Successful
relationship formation depends heavily on the individual's attitude toward their own condition and
their ability to communicate needs assertively.

Intimacy, for individuals with SB, frequently requires a redefinition that extends beyond traditional,
able-bodied sexual scripts. Due to sensory or motor limitations, focus often shifts from specific
coital activities to broader forms of sexual expression, including touch, emotional connection,
verbal communication, and creative exploration of non-genital pleasure. This necessity fosters
positive attitudes that prioritize relational depth and mutual satisfaction over performance-based
metrics. Successful intimate relationships in this context are characterized by high levels of
communication, mutual vulnerability, and a willingness to adapt. Individuals with SB who hold
positive attitudes about their capacity for pleasure are more likely to guide their partners effectively
and explore alternative methods of intimacy that are fulfilling for both parties.

Maintaining long-term relationship satisfaction requires consistent communication about adaptive
techniques, physical comfort, and emotional needs. Individuals must cultivate an attitude of self-
advocacy, feeling empowered to express their desires and boundaries clearly, even when facing
potential discomfort or misunderstanding from a partner. Furthermore, the partner's attitude is
crucial; acceptance, curiosity, and a willingness to learn adaptive strategies are foundational.
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When both partners hold positive, flexible attitudes toward sexuality, the relationship can thrive,
demonstrating that physical differences do not preclude profound sexual and emotional
connection. The ability to find pleasure and connection, despite functional differences, is the
ultimate measure of successful psychological adaptation to sexuality in the context of Spina Bifida.

Educational and Support Interventions

Systematic educational and support interventions are essential for cultivating positive sexual
attitudes among individuals with Spina Bifida and their support network. Effective programs must
be tailored specifically to address the unique intersection of neurological function, continence
issues, and psychological adaptation inherent to SB. These interventions should begin early,
ideally during pre-adolescence, and should integrate factual information about reproductive health
and adaptive sexual function with skill-building in areas such as communication, assertiveness,
and self-advocacy. Peer-led support groups are particularly valuable, as they provide a safe,
validating environment where individuals can share experiences, challenge internalized negative
attitudes, and witness positive role models successfully navigating relationships and sexual
expression.

The content of successful interventions must encompass several critical components aimed at
dismantling negative attitudes. These components include demystifying myths surrounding
disability and sexuality, providing practical guidance on managing continence during intimacy,
detailing adaptive techniques for various sexual activities, and offering comprehensive counseling
on fertility and safe sex practices tailored to potential sensory limitations. Crucially, these programs
must foster an attitude of empowerment, teaching individuals how to confidently disclose their
disability, articulate their needs, and reject societal stigma. Therapeutic approaches, such as
cognitive behavioral therapy (CBT) or acceptance and commitment therapy (ACT), can be highly
effective in addressing internalized shame, improving body image, and shifting negative self-
attitudes toward a more positive and realistic perspective of sexual self-efficacy.

Ultimately, achieving widespread positive attitudes toward sexuality in Spina Bifida requires
systemic change extending beyond individual counseling. Healthcare systems, educational
institutions, and rehabilitation centers must adopt policies that mandate the inclusion of
comprehensive sexual health education as a standard component of care. This involves training
healthcare professionals to be competent and comfortable addressing these topics and ensuring
that educational materials are accessible and relevant to the disabled population. By promoting an
environment where sexuality is openly discussed, validated, and supported--through proactive
medical guidance and robust psychological support--society can foster an attitude among
individuals with SB that recognizes their inherent right to a fulfilling and healthy sexual life, enabling
them to pursue intimacy without the burden of shame or institutional neglect.
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