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Executive Summary 
 
Children and adults with intellectual and developmental disabilities (IDD) are increasingly 
integrated into community life1, but still face significant inequities in sexual health care and 
education2. People with IDD experience high rates of sexual violence victimization, are less 
likely to receive sexual health care, and lack access to comprehensive sex education3–12. 
Ensuring that people with IDD can receive accessible sex education is complicated by a host of 
practical, cultural, historical, and social justice-related barriers5,6,13–24. As a result, people with 
IDD often lack crucial sexual health information, as well as the skills needed for decision 
making, consensual sexual expression, navigating relationships, and preventing sexual violence 
victimization4,15,25–35. Access to comprehensive sex education is therefore an important 
component of achieving sexual health and social equity for the population of people with 
IDD5,15. Planned Parenthood League of Massachusetts (PPLM) is well-poised to facilitate 
collaborative efforts to fill the gaps in sex education access for people with IDD. Assets include 
PPLM’s recognized expertise in sexual health and sex education, large networks of PPLM-
trained sex educators, and strong partnerships with schools and other relevant institutions, 
particularly those working with people with disabilities. 
 
To ensure that PPLM’s ongoing work towards sex education equity is effective and meets the 
needs of the IDD community, PPLM hosted a convening, titled State of Affairs in Sex Education 
for People with IDD (“the Convening”) on October 4, 2018. Planning for the Convening was 
informed by a thorough review of the academic and popular literature. PPLM engaged an 
outside consultant with expertise in disability and reproductive justice, sexual health of people 
with IDD, and anti-ableism approaches, who conducted community-based research, including 
key informant interviews, and an environmental scan. PPLM also engaged a pre-Convening 
Planning Committee, consisting of self-advocates with IDD, sex educators, parents, service 
providers, and clinicians, who provided guidance about the format and content of the 
Convening. Accessibility and inclusion were key considerations for the Convening; various 
accommodations were provided, including plain language summaries, visual schedules, a 
sensory break room, low lighting, and other efforts to make the Convening space and content 
physically and cognitively accessible. Self-advocates served as keynote speakers, workshop 
leaders, and panelists, and were supported and paid for their time and expertise.  
 
The Convening brought together stakeholders with diverse interests and expertise from across 
Massachusetts and New England. Participants included direct care providers, counselors, 
general and adapted educators, skills coaches, program managers, public health officials, 
mental and physical health care providers, rape crisis counselors, researchers, sex educators, 
parents of people with IDD, parents with IDD, peer supporters, self-advocates with IDD, and 
others. These stakeholders participated in a full day of focused attention on the needs, 
resources, gaps, and opportunities related to sex education for people with IDD. The Convening 
included keynote addresses; topical break-out sessions in the morning and the afternoon; a 
lunchtime panel featuring innovative and integrative approaches to sexual health and 
education for people with IDD; and a closing session in which participants reflected on the day 
and generated key take away messages. The break-out sessions consisted of facilitated small 
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group conversations about the following topics as related to people with IDD: trauma-informed 
sex education; consent, autonomy and rights; educator best practices in sex education; parents 
as educators and advocates; and LGBTQIA+ inclusive sex education.  
 
Findings spanned several important themes, beginning with many attendees’ shared belief that 
while improving sexual health equity for people with IDD is a key priority, there is a lack of 
forums, such as the Convening, to enable progress in this area. Attendees also noted the siloed 
nature of many efforts and appreciated the opportunity to collaborate, learn about existing 
resources and programs, and share across fields. Attendees highlighted the need to shift from a 
reactive model of sex education – which often begins when sexual violence victimization comes 
to light – to a comprehensive, inclusive, affirming and rights-based model. Relatedly, another 
theme was protecting human rights, including the right to sexuality and consensual sexual 
expression, within the context of systemic social and institutional discrimination towards 
people with IDD. Intersectionality was a key concern, as many people with IDD are also subject 
to other systems of oppression (e.g. people of color with IDD who are disadvantaged by racism) 
that often intensify and interact with ableism. Finally, systemic gaps and structural problems 
were acknowledged, leading to a discussion of unmet needs. Action steps and priorities focused 
on increasing and sustaining collaboration, and on education, including professional 
development for sex educators about how to include learners with IDD. 
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Background and Preparation 
 
To prepare for the Convening, PPLM assembled a Convening Core Project Team and hired a 
consultant to conduct a literature review of academic and popular literature and community-
based research, including key informant interviews and a gap analysis. PPLM also formed a 
Planning Committee consisting of self-advocates, sex educators, activists, policymakers, 
program managers, and other key stakeholders. This pre-work highlighted stark inequities in 
sexual violence victimization, sexual health knowledge, access to sexual health care and sex 
education, and troubling patterns related to lack of respect for the human rights of people with 
IDD3-5,8,12,15,16,27,28,31,34–44. To fully understand and address these inequities, PPLM’s Convening 
Core Project Team began an extensive process of confronting internalized and organization-
based ableism. Ableism is defined as bias or discrimination against people with disabilities, and, 
like other systems of oppression, is often unintentionally absorbed from our larger society45. 
Historically, people with IDD have often been excluded, and many organizations were therefore 
built without input from, or even awareness of, people with IDD1,18,45–50.  
 
For the Convening Core Project Team, it was particularly important to examine the historic role 
and its ongoing legacies of the sexual and reproductive health field, including Planned 
Parenthood, in the systemic oppression of people with IDD. This included contending with the 
racist and ableist practices of eugenics and forced sterilization, which targeted Black, 
Indigenous and Latinx people of color, as well as people with IDD of all races20,36,37,51-53. Please 
note that the term people of color is used throughout this paper to include diverse peoples of 
many races who do not hold white privilege, and who are disadvantaged by systems of white 
supremacy.  
 
Though this growth process was not always comfortable, it resulted in several meaningful 
changes to the team’s operations. Notably, the team worked hard to center the voices of 
people with IDD, with specific attention to intersectionality and the experiences of people with 
IDD who also face additional systems of oppression, such as racism or cissexism, which interact 
with and often intensify ableism45,54. PPLM actively sought, and financially compensated, 
interviewees and Planning Committee members who have IDD. To enable their participation, 
PPLM adapted standard materials and email templates to be cognitively accessible and in plain 
language; PPLM also budgeted to compensate participants and allow support workers to attend 
meetings with participants with IDD. Additionally, PPLM helped with transportation costs, 
which is important given the high rates of poverty among people with IDD55. This focus on 
access increased inclusion, both in this project and in PPLM’s future work.  
 
Several key lessons emerged from PPLM’s pre-work and internal growth process, contributing 
directly to the positive outcomes of the Convening. Examining organizational ableism helped 
PPLM better understand the barriers to sexual health equity that many people with IDD 
experience. These barriers include the lack of accessible sex education materials, gaps in 
universal design (educational practices that use multiple formats to reach all learners) in sex 
education15,25,27,38,56–58, lack of attention to disabled sexuality (i.e. the impacts of disability on 
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sexuality and the unique sexuality of people with disabilities59), and low representation of 
people with disabilities within the profession of sex education60.  
 
This process also enhanced PPLM’s understanding of current societal realities, such as the ways 
in which people of color with IDD of all ages are often demonized as sexual “monsters” or 
“deviants”47,52,61,62, while white adults with IDD are often assumed to be “innocent,” “child-
like,” and categorically nonsexual and/or without a sexual identity 63–67. Both perceptions are 
incorrect, dehumanizing, and result in lack of opportunities for comprehensive sex education 
for people with IDD. As a result of this process, PPLM’s efforts were grounded in the strengths 
of people with IDD and their allies and communities, represented by the growing leadership, 
expertise, voice, and activism of people with IDD and disability-led organizations. 
 

Findings 
 
This section summarizes the conversations of the Convening, and highlights the priorities 
identified by attendees. Findings have been grouped into several key themes and represent 
conversations that took place throughout the day. To emphasize the voices of Convening 
participants, illustrative quotes from attendees are included.  
  

Comprehensive Sex Education 
Interest in sex education and people with IDD is growing rapidly4,20,33,58,68–70. Advocacy by 
people with IDD1,71 and their supporters has raised general awareness of the inequities in 
sexual health care and sex education, and there is a growing demand for equity across many 
sectors.  
 
PPLM’s pre-Convening research and Convening attendees highlighted the historical context for 
sex education inequities. In the past, people with IDD were often institutionalized, and 
therefore excluded from many aspects of society and community life, including sex education 
and sexual health care services1,5,79. Today, largely due to the advocacy work of people with 
disabilities and their supporters71, the vast majority of people with IDD live in houses and 
communities with people without disabilities; attend neighborhood schools; receive health care 
in mainstream, non-IDD specific settings; and are employed in non-segregated work places. 
While this progress towards inclusion in society at large is positive, many of our systems were 
not designed with people with IDD in mind. As a result, service providers, including sexual 
health clinicians and sex educators, often lack awareness of people with IDD and their 
needs1,14,18,21,80. This lack of awareness can lead to inadvertent exclusion and missed 
opportunities to serve people with IDD effectively. Per federal law, education, including sex 
education, must be inclusive of all learners, with and without IDD56. However, many 
stakeholders expressed a high degree of uncertainty about how to translate awareness to 
action in terms of creating resources and policies for equity and inclusion.  
 
While all Convening participants agreed that the topic of sex education for and regarding 
people with IDD is crucial, there was some variation among stakeholder groups in terms of 
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specific needs and expectations. For example, self-advocates, including the keynote speaker, 
spoke about access to sexual health information as a human right, while some parents spoke 
about access to this information as a means of managing “inappropriate” behaviors. There 
were also many shared needs across groups. The most consistent piece of feedback was that 
the Convening was a necessary and important first step towards addressing an issue that 
demands sustained attention and work. 
 
Many educators, parents, and service providers noted that issues of sex education and sexuality 
frequently arise in the context of serving people with IDD36,68,75–77, and reported that they are 
sometimes unsure of how to respond to issues related to sexuality5,40,75,78. One example 
discussed include parents who feel unsure how to teach consent and decision-making skills to 
their adolescent child with IDD who is beginning to date; another includes an employment 
services agency that wants to proactively train the adults with IDD they support about 
recognizing and responding to workplace sexual harassment. 
 

Sexual Violence Prevention and Consensual Sexuality  
The increased awareness of sexual health inequity among people with IDD is in part fueled by 
the epidemic of sexual violence against people with IDD35,41 even as society at large makes 
strides in addressing sexual assault74. Due to many factors, including factors associated with 
ableism and the disability experience, people with IDD have extremely high rates of 
experiencing sexual violence2,5,28,29,30,35,36,42,46,70,72–74,76,81,82. Individuals with IDD are vulnerable 
due to potentially increased dependency on caregivers who may abuse their power, exposure 
to compliance training and other “therapies” that may inadvertently decrease agency, and 
systems for reporting sexual violence that may be cumbersome or inaccessible for survivors 
with IDDibid.  
 
People of color with IDD, and particularly men, have historically been racially stereotyped as 
sexual predators, and therefore may be perceived as the aggressor, rather than the victim in 
need of support, when they experience sexual violence46,47,54,61. Sexual violence victimization is 
traumatic, and people with IDD have less access to trauma support services than their non-
disabled peers25,27,79,83–88. As many as 90% of women with IDD are estimated to have survived 
sexual violence, with high rates also seen among men and people of other genders35,41.  
 
Comprehensive sex education has been shown15,89-91 to increase reporting rates and prevent 
sexual violence victimization, but many people with IDD do not receive any sex education at 
all5,25,76,79. The sex education that is provided to people with IDD is often focused exclusively on 
sexual violence prevention. In contrast, comprehensive sex education includes information 
about consensual sexuality, relationships and communication, decision-making, consent, 
gender and sexual identity, and safer sex practices4,15,16,27,82,92.  
 
While sex education focusing exclusively on violence prevention may be more comfortable for 
parents, service providers, and other people who have power over people with IDD, it 
represents a missed opportunity to decrease inequities in sexual health knowledge31,36,40,44,93,94. 
Many people with IDD can and do engage in consensual sexual expression, but are more likely 
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than their non-disabled peers to report that they want more information about sexual health 
than they currently have30,38,68. Many self-advocates describe these inequities as a human rights 
issue because people with IDD have the same right to sexual knowledge, agency, and 
consensual expression as everyone else4,30,33,38,57. Comprehensive sex education is an important 
strategy for sexual violence prevention and ensuring that people with IDD can access their right 
to sexual agency15,32,72,81. 
 
In line with this evidence, Convening attendees discussed the importance of shifting from 
reactive sex education, focused solely on sexual violence prevention/response, to inclusive, 
human rights-focused, comprehensive sex education. This proactive, affirming approach may 
be particularly important for LGBTQIA+ people with IDD, who are often infantilized and 
ignored43,58,95,96; people of color with IDD who often face additional racialized inequities in 
access to sexual health information46,47,61; and other marginalized sub-populations of people 
with IDD.  
 
Access to comprehensive sex education that gives people language for sexuality may also 
prevent future difficulties or misperceptions, as in a case described by an attendee, in which an 
adult with IDD who was searching the internet for “boys without clothes.” After receiving 
comprehensive sex education, this individual was able to clarify that he wanted pictures of 
naked adult men, not children. This education helped him avoid potential legal and other 
challenges. As one attendee advised, “[we must] consider a broad definition of sex and 
presume that everyone will have the capacity to consent [on their own terms]. And [that means 
we need to] build a foundation [of training, education, and materials to support] that 
presumption [that people with IDD have the capacity and right to consent to sexual 
expression/activity].” 
 

Non-Compliance is a Social Skill: Ensuring People with IDD Can Say ‘No’ and ‘Yes’ 
Adolescents and adults with IDD are often infantilized (and often demonized as inherently 
sexually dangerous if they are of color), they have the right to unbiased sexual health 
information and to consensual sexual expression if desired15,20,27,38,45,47,63,65,67. However, service 
providers, parents, and other people in positions of power over people with IDD may not be 
aware of these rightsibid. Providers and parents may also lack education about sexuality, deny 
the sexuality of people with IDD, or approach the subject with their own personal values and 
biasesibid. Further, direct support providers who are personally supportive of sex education and 
consensual sexual expression may feel unsure of how they are “supposed” to respond when 
sexuality-related questions or concerns arise. They also may lack training and education related 
to comprehensive sexual health information, and may experience pressure from parents, 
employers or others to disregard the sexual rights of people with IDD27,31,40,75,77.  
 
The right to unbiased information delivered in a supportive setting is particularly important for 
LQBTQIA+ people with IDD, who are more likely to experience the erasure or dismissal of their 
sexual or gender identities by people who assume that they are confused or incapable of 
identifying as LGBTQIA+. Clinicians or caregivers may regard LGBTQIA+ identity as a “presenting 
problem” associated with disability, rather than as a valid identity27,43,58. This is also important 
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for people of color with IDD who are more likely to experience criminalization of their 
sexuality46,47. 
 
Inherent to comprehensive sex education is an appreciation for every person’s right to make 
informed decisions for themselves and to have their decisions considered and respected. 
However, people with IDD are often prevented from accessing the right to make decisions in 
many arenas, including decisions about their own bodies. For example, an autistic child may be 
forced to make eye contact or prevented from engaging in “stim” behaviors like hand flapping 
or fidgets. Many “therapies” and educational techniques used with people with IDD were 
developed with the intention of “managing” or controlling them and teaching compliance.  
 
In contrast, self-advocates emphasize the importance of teaching bodily autonomy and non-
compliance with authority figures as a social skill needed to navigate the world. Self-advocates 
also highlight that people with IDD need to experience “the dignity of risk” – the chance to 
make decisions of their own, including bad decisions, and experience their consequences. 
Though this can be a learning opportunity for many, people with IDD are often “protected” 
from their right to decision making. Truly accessible, equitable sex education, then, must take 
place in a context that both acknowledges ableism and other systems of oppression that hinder 
decision-making by people with IDD, and that empowers them to make and enforce 
autonomous decisions. As expressed by an attendee, “opportunities for decision-making is 
sometimes not offered (ever!) due to disability identity. How can we teach big decisions if they 
have not learned skills of decision making at a younger age?” 
 

Protecting Rights and Understanding Guardianship 
A small minority of adults with IDD are under legal guardianships. Legal guardianship is the 
result of a process in which evidence is presented and a judge issues a ruling terminating a 
disabled individual’s legal rights (i.e. privacy, decision-making etc.), with a specific person 
appointed as their legal guardianB. The designated legal guardian may or may not be the 
individual’s parent and is assigned the responsibility of providing legal consent (e.g. for medical 
procedures) on behalf of the individual. In the absence of an established legal guardianship, 
with the parent assigned as their adult child’s legal guardian, parental rights end when their 
child reaches the age of majority (age 18 in most states), regardless of the adult child’s disability 
statusC. However, many parents, service providers, self-advocates and others hold 
misconceptions about legal guardianship and the rights of parents of adults with IDD, and often 
wrongly assume that parental rights automatically continue into adulthood (e.g. that parental 
permission must be obtained before an individual can see a medical provider). 
 
These common misunderstandings of legal guardianship and continued parental rights can lead 
to inadvertent and unfounded challenges to the human rights of adults with IDD, and often 
serve to limit agency and self-determination regarding sexuality, sexual health care, and sex 
education. For example, service agencies may require parental permission to provide sex 
education or safer sex supplies to adults with IDD; case managers may report private 
information about an individual’s sexual health or expression to parents without their 
permission; self-advocates may believe they need their parents’ permission to date or have 
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sexual relationships. While some young adults with IDD (as well as their non-disabled peers) 
may still desire support or guidance from their parents and other trusted people to make 
decisions, the legal relationship between parent and child is different after the child reaches the 
legal age of majority.  
 
Work is needed to educate parents and other stakeholders about changes to parental rights 
and responsibilities after individuals with IDD legally become adults, as well as supports 
establishing new boundaries for parents transitioning to a new role in their adult child’s life. To 
be effective advocates, service providers working with adults with IDD also need education 
about legal guardianship and the rights of adults with IDD – including their right to make sexual 
health and other decisions independent of their parents. 
 

Inclusion and Disability Justice: “Nothing About Us Without Us” and “Nothing Without Us” 
“Nothing about us without us” has long been a rallying cry of the disability community as 
disabled people have fought for inclusion and self-determination in the face of ableism and 
oppression71,97,98. In recent years, self-advocates have also fought for “nothing without us” – i.e. 
people with disabilities having a voice in all areas of society, not just those that pertain 
specifically to disability97. This is particularly true for people with IDD, who, until relatively 
recently were segregated from society in institutionsD, and still face significant barriers to full 
community inclusion1,71,98.  
 
Considering this social context, PPLM sought to actively enable participation by self-advocates 
throughout the Convening and its planning process. This included paid participation in the 
Planning Committee and Convening, workshop development and presentation opportunities; 
subsidized transportation; accessible space and materials; and other methods previously 
described. Many participants expressed appreciation for the overall above-average accessibility 
level of the Convening. 
 
However, despite this attention to inclusion, PPLM received critical feedback about the 
relatively low representation of people with IDD at the Convening, especially as compared with 
attendance by people who did not have IDD. Attendees also emphasized that while enabling 
attendance of people with IDD is important, achieving true inclusion demands continued efforts 
to address systemic ableism. This feedback may speak to the entrenched nature of ableism, 
historical mistrust of sexual and reproductive health providers and organizations, and other 
inequities in our society. PPLM is committed to actively continuing to build relationships and 
trust with self-advocates to keep inclusion and accessibility at the forefront of all efforts. 
 
It is also crucial to apply the framework of “nothing about us without us,” and “nothing without 
us” to sex education programming. As several disability-focused organizations and 
organizations led by and for people with IDD engage with sexual health25, Planned Parenthood 
is well positioned to offer its collaboration and leverage its content-specific expertise for self-
advocate led projects, such as the National Council on Independent Living’s work to develop sex 
education resources for people with IDD or the Autistic Women and Nonbinary Network’s work 
around sexual health care quality.  
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Engaging self-advocates in leadership opportunities is also advised. This might include training 
self-advocates to teach sex education, applying a peer leadership model, and using self-
advocate-developed sex education curricula. As many of the current gaps in access to sex 
education relate to historic and present day ableism and other systems of oppression, 
organizations and individuals are advised to conduct a process of internal reviews and ongoing 
anti-ableism work, such as the process undertaken by PPLM. Adapting content to ensure access 
should involve, in the words of an attendee “breaking it down, not dumbing it down.” 
 
Because many people with IDD are marginalized in multiple, complex ways, it is vital to utilize 
an intersectional, anti-oppression approach that recognizes all aspects of each individual’s 
identity. Incorporating a trauma-informed approach enabled more people to access 
programming and resources. As expressed by an attendee, “people with disabilities often learn 
that disability is their first, foremost, and only identity, [but] all pieces of our identity inform our 
decision making. If we only focus on one piece, we are neglecting the other pieces. Any 
education, outreach, services should be [focused on] anti-oppression on EVERY level. Services 
should be [designed] with the idea that we will empower people to make their own decisions. 
Not just top-down, but bottom-up, and side-to-side around the organization. Make sure that in 
the provision of services, we are not further traumatizing people or reinventing the wheel.” 
 

Networking, Overcoming Siloes, and “Discovering” Existing Resources 
Interest in the topic of sex education and people with IDD spans many different fields, as 
reflected by the diverse backgrounds and identities of participants at the Convening. However, 
one of the main barriers identified in PPLM’s prior research and by Convening attendees was 
the relative isolation of their various fields and roles from each other. Attendees further 
clarified that this silo effect was also sometimes felt within a given field, and sometimes even 
within the same agency. The silo effect is often compounded by different terms used for similar 
concepts, and the need to “translate” across fields. 
 
The Convening demonstrated one way this challenge can be addressed, by bringing people 
together within and across fields and providing networking opportunities. Attendees expressed 
strong support for continued exchanges, and for developing the infrastructure and relationships 
needed to collaborate across siloes in an ongoing manner. Highlighting the need for interagency 
collaboration, several attendees spoke of their desire for trauma-informed peer supports for 
people with IDD who experience sexual violence. During the lunchtime panel, a representative 
of the Disabled Persons Protection Commission, a state agency, spoke about their peer 
advocate program. This program offers peer counseling from a trained sexual violence survivor 
with IDD to adults with IDD who experience sexual assault. Learning about this existing program 
helped attendees see how collaboration across agencies can lead to expanding programmatic 
reach, tailoring content and materials for various communities of people with IDD, and 
developing best practices to be shared across fields. Attendees were unanimous in their 
appreciation for the opportunity to connect. As summarized by a participant, “there are 
resources that people don’t know about—the more we talk together, the more likely we can 
share resources and make change.” 
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The System Wasn’t Built for Us: Unmet Needs and Gaps 
Despite the personal commitment of stakeholders to sexual equity, there are significant 
systemic barriers for people with IDD in accessing sexual health education and services. First, 
institutional infrastructures were built and are controlled by people with privileged identities 
and continue to lack representation of and leadership by people with IDD. Service systems are 
often complex and difficult to navigate, with a strong silo effect in place. Further, sex education 
and supports for sexuality are often in response to an incident or “inappropriate” behavior, or 
provided on the fly to address an urgent presenting need15,27,76.  
 
Because of the reactive, rather than integrated, nature of sexual health and education services, 
responding to incidents or sexual health questions from people with IDD is often left to the 
people with the least systemic power, such as low-level direct support workers, rather than 
higher level agency managers or policymakers. Direct support workers are often underpaid, 
have minimal job security, and often lack training related to sexual health. They may or may not 
feel comfortable responding to questions or concerns about sexuality. They may also feel 
pressure from an individual’s parents, or from their employers, to respond a certain way or to 
deny requests for information that they might otherwise feel comfortable providing. Training 
and supports for direct support workers should be attentive to these power dynamics and 
should center self-advocate voices. As described by an attendee, “we might have great tools – 
but can we use them? A lot of direct care providers are on the front lines but aren’t always 
comfortable, informed, or ready, but they are still in that situation.” 
 
Collaboration across fields, hierarchies, agencies, and systems would increase the quantity and 
quality of supports available to people with IDD, particularly those who are also marginalized by 
other systems of oppression. The current lack of standardization also hinders evaluation and 
reporting efforts. As stated by an attendee, “the idea that [the] job of change in this arena is on 
one group [is wrong]. State agencies, municipal groups, school systems, and disability service 
agencies should all be doing this work. Don’t talk about it as though there can be only one 
source for the information or the work. [We] need support at the state level. Involve the whole 
system!”  
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Priority Action Steps by Topic and Population 
 
While there is genuine investment in improving sex education and sexual health care and 
services for people with IDD, there are also significant unmet needs5,15,18,27,30,36,76. These needs 
include infrastructure for collaborating, especially across fields; organization and coordination 
across systems; institutional and systems level support; up-to-date knowledge, information, 
and best practices targeting various stakeholders; training and education for self-advocates, 
parents, direct support providers, and professionals; trauma-informed, intersectional supports; 
and inclusion and leadership of people with IDDibid. This section will discuss areas of unmet 
need with proposed action steps for remedying these important gaps. Gaps, needs and action 
steps are grouped by area, and action steps that are currently in progress by PPLM are 
highlighted. 
 

Inclusion 
Inclusion of and leadership by self-advocates with IDD must be central to all efforts. Networking 
and collaborating with people with IDD are imperative to enable their access and participation 
in all aspects of this work. In practice, this means going beyond simply issuing an invitation, but 
also enabling participation by compensating people with IDD for their time and attendance, 
providing transportation and childcare, ensuring cognitively and physically accessible spaces, 
and other enabling resources. Accessibility audits and paid consultation by accessibility experts 
can assist with this goal, and anti-ableism training and internal review and growth should be 
part of the organizational process.  
 
While people with IDD are often included in coalitions as “experts in their own lives,” successful 
efforts to increase sex education access must recognize the varied expertise, capacity, and 
talents of self-advocates, in addition to their disability identity. The field as a whole needs to 
increase leadership opportunities for people with IDD. People with IDD should be hired and 
compensated to develop curricula, mentor peers, lead efforts, and serve as sex educators. It is 
vital to pay attention to intersectionality and the additional barriers that may be present for 
people with IDD who are also members of other oppressed and marginalized groups (i.e. 
LGBTQIA+ people, people of color, etc.). People with IDD should be included in decision making 
capacities, as they were in the Planning Committee that guided preparation for the Convening.  
 
 
 
 
 
 
 
 
 

What Planned Parenthood League of Massachusetts is Doing 
PPLM is engaged in a process of self-reflection and growth related to addressing ableism 

wherever it appears within the work of PPLM. PPLM recognizes that this work is an ongoing 
process, and is committed to reflection, growth, and continuous learning to achieve true 
inclusivity. PPLM will continue to work with the IDD community to facilitate inclusion and 

share resources. 
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Collaboration 
The Convening was an important first step in PPLM’s work to collaborate with the IDD 
community and facilitate sharing across fields and siloes. Ideally, these collaborations will be 
developed proactively, to enable an integrated, coordinated approach that creates community 
supports – before they are needed. Efforts to translate across fields and develop a “shared 
language” will be vital in reducing the silo effect. PPLM is committed to the process of 
collaboration, including leveraging its resources and expertise to bring stakeholders together 
across divides. This is important for facilitating responsive, community engaged efforts. 
 
 
 
 
 
 
 

Resource Development 
Developing specialized resources, including identifying, articulating, publishing, and sharing 
best practices, will benefit several stakeholder groups as well as increase capacity for 
collaboration. Using “shared language” and clearly defining all terms will help stakeholders 
translate across fields, as terminology can vary widely. In all fields, it is important to build the 
evidence base, including collecting evaluation data from formal study of the programs and 
practices that are empirically believed to be effective. Advocacy tools, with options for 
customization for various stakeholders, will help individuals and groups drive systems change.  
 
Resources that can accommodate multiple audiences are recommended. An example of this 
might include concurrent trainings in which people with IDD, parents, professionals, and other 
groups each receive unique, complementary content and then meet to share information and 
strategize collectively. Best practices and guidelines are needed in many areas, by different 
stakeholder types, including people with IDD, professionals, parents and educations; specific 
resources needed are listed below, by population.  
 

People with IDD 
People with IDD need supports and resources for accessing sex education and consensual 
sexual expression, including education about their human rights and all other aspects of 
comprehensive sex education. The field should invest in the development of curricula and 
learning tools, ideally by or with self-advocates with IDD. These materials need to be 
intersectional and grounded in racial justice frameworks in order to combat the racism-related 
barriers to sexual health equity seen in the population of people with IDD. LGBTQIA+ people 
with IDD need inclusive, safe spaces to ask questions and get support without having their 
sexuality or gender questioned, made clinical, or dismissed. People with IDD need opportunities 
for leadership in the field of sex education and generally. 
 

What Planned Parenthood League of Massachusetts is Doing 
PPLM is listening to self-advocates with IDD and is committed to moving forward in 

partnership with the IDD community. PPLM is facilitating collaborative relationships and 
networking opportunities among self-advocates, educators, and service providers. 
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Service Providers & Administrators 
Professionals and service agencies would benefit from “higher level” professional development 
workshops and educational content. Many professionals indicated that they already include a 
basic level training about supporting sexual health in their new staff orientation, but are in need 
of more advanced professional development opportunities and resources. Service agencies 
would also benefit from development of portable content and train-the-trainer models related 
to sex education, sexuality, and sexual health equity. Professionals would also like to see 
tailored supports and advocacy tools for systems change within agencies, such as tools for 
standardizing how sex education is approached agency-wide, uniform guidelines and best 
practices, and resources for direct support workers. Organizations may also consider 
establishing peer-led resources for LGBTQIA+ individuals with IDD, such as chapters of the 
Rainbow Support Group. Additionally, professionals need resources explaining legal 
guardianship, the rights of people with IDD, and the changed legal role of parents when a 
person with IDD reaches the age of majority.  
 

Educators 
Educators would benefit from the development of best practices for including learners with 
IDD. It is also important to develop resources for educators, such as curricula, tools, and 
adaptations to enable them to “break down, not dumb down” sex education content. Educators 
also need professional development opportunities related to teaching sex education to their 
students with IDD. 
 

Parents 
Parents and other trusted adults need materials and support to enhance their comfort in 
discussing sexuality and sexual health with their loved ones with IDD. Materials should support 
a diversity of family values and beliefs, and emphasize the importance of an individualized 
approach. Parents can be a powerful source of advocacy for their children and may need 
education about the importance of advocating for access to sex education. Parents would 
benefit from opportunities to attend concurrent education with their children, with parents in 
one room and their children in another, followed by the whole group meeting back for a larger 
group discussion and activities. Parents also need resources explaining legal guardianship, the 
rights of adults with IDD, and the changes to parental rights when their child reaches the age of 
majority.  
  
 
 
 
 

  

What Planned Parenthood League of Massachusetts is Doing 
PPLM is working with a co-creation team to develop a training for educators and service 
providers about sex education that is inclusive of learners with IDD. The training is set to 
take place in spring 2020. 
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End Notes 
 
A. Historically, the eugenics movement primarily targeted Black Americans, though in some 

northern cities, European immigrants who would today be considered white (i.e. white 
Jews, Italians, etc.) were also targeted for sterilization. Indigenous people have also been 
targeted for sterilization throughout U.S. history, and coercive sterilization practices 
targeting Latinx people have been documented as well, particularly in the southwest and 
west coast. A comprehensive history of eugenics in the U.S. is beyond the scope of this 
white paper. However, it is important to note that ableism as a system of oppression has 
strong historical and current ties to white supremacy and white supremacist ideology. 
Therefore, efforts to address ableism must be grounded in racial justice. Throughout this 
report, the term “people of color” is used as a blanket term to describe people who are not 
advantaged by the system of racism and who do not have the unearned advantages of 
white privilege, including people who are Black, Latinx, Asian, Indigenous, and/or members 
of other historically oppressed racial groups.  

 
B. While a thorough discussion of guardianship is beyond the scope of this white paper, it 

should be noted that there is a fairly strong consensus within the disability community that 
legal guardianship is never benign. There may be positive results for some individuals under 
guardianship, such as increased access to needed health care services if an individual’s 
guardian is able to advocate for them. However, disability justice advocates argue that 
there are less restrictive ways to accomplish the same gains without sacrificing human 
rights. Some activists also point out that removing rights from people with disabilities is a 
slippery slope that has never ended well, regardless of intentions. Please see Lydia X. Z. 
Brown’s website, www.autistichoya.com, for a thorough discussion. 

 

C. Many young adults with IDD receive youth-oriented services, like public school-based 
supports, through age 22. However, regardless of what services or supports they receive, 
people with IDD are legally considered adults when they reach the age of majority (usually 
but not always age 18). At this time, in the absence of an established guardianship, parental 
rights end, just as they do for non-disabled adults, at the age of majority, regardless of 
whether the person still receives youth-oriented services. As a comparison, the lack of 
relationship between services received and legal rights is similar to policies allowing young 
adults to remain covered by their parents’ health insurance policy until age 26. Continued 
coverage does not impact the young adult’s right to make decisions for themselves, and 
does not limit their privacy rights, regardless of whether they receive this benefit. 

 
D. Notably, people with IDD are still institutionalized, with people of color with IDD 

institutionalized at higher rates than their white counterparts. In Massachusetts, the Judge 
Rotenberg Center, an institution, practices electric shock-based behavior modification 
systems that several human rights agencies (i.e. Amnesty International) have described as 
abusive. 

 
 

http://www.autistichoya.com/


©PPLM 2019 
 

18 

Resource: Recommended Action Steps and Approaches  
This document can be used by organizations to focus workplace and workplan priorities, as well 
as advocate for funding. For more information on each section, please refer to the content of 
the PPLM White Paper. 
 

Inclusion 

• Continue networking and collaborating with self-advocates and the IDD community 

• Work to enable access and participation by people with IDD (i.e. invite people but also 
compensate them, provide transportation and childcare, and make the space accessible)  

• Pay attention to intersectionality, multiple marginalized identities 

• Include people with IDD in decision making capacities (i.e. the Planning Committee is an 
example of this) 

• Develop training for people with IDD to be sex educators, peer mentors, etc. 

• Conduct anti-ableism trainings and internal reviews within organizations 
 

Collaboration 

• Create spaces that facilitate more opportunities for networking, sharing resources, and 
working together (i.e. yearly Convenings, working groups etc.) 

• Share information 

• Work to break down specialized terms across fields and come up with “shared 
language” that everyone can understand, because the same term can mean different 
things to different people 

• Build coalitions – and make sure that the voices and leadership of people with IDD are 
centralized 

• Elevate existing and impactful resources and share them widely 
 

Develop Resources for the Following Stakeholder Groups 

People with IDD 

• Develop sex education curricula and learning tools (ideally by/with people with IDD) 

• Create safe, LGBTQIA+-inclusive spaces for people with IDD to ask questions and get 
support around sexuality, without having their sexuality or gender identity questioned, 
made into a clinical problem, or dismissed 

• Train people with IDD to be sex educators, peer mentors etc. 

• Provide leadership opportunities to people with IDD 

• Include people with IDD in decision-making capacities across all efforts 
 

Service Providers & Administrators 

• Conduct concurrent trainings for professionals and self-advocates 

• Develop content about sexuality/sexual health that could be included in staff 
orientation 

• Develop intermediate and advanced professional development opportunities for 
professionals 
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• Develop portable content or a train-the-trainer model to be used by agencies serving 
people with IDD 

• Create tools and resources for direct support workers, and policies for supporting them 

• Create advocacy tools for systems change within agencies 

• Provide education about legal guardianship and the legal rights of adults with IDD 
 

Educators  

• Develop best practices for providing sexual health education to learners with IDD 

• Develop resources, curricula, tools, adaptations for students with IDD that “break down, 
not dumb down” content etc. 

• Build the evidence base and gather evaluation data of implemented programming 

• Create professional development opportunities for educators about sex education that 
includes learners with IDD 

 

Parents 

• Create resources and materials to support parents in discussing sexual health and 
sexuality with their children and adolescents with IDD, including enhancing parental 
comfort in approaching these topics 

• Ensure that materials for parents are accessible to families with diverse values and 
emphasize the importance of an individualized approach 

• Conduct concurrent trainings for people with IDD and their parents 

• Provide parents with information and guidance to advocate for their child to receive 
sexual health education 

• Provide information about legal guardianship and the legal rights of adults with IDD 
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