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About The Alliance
The Illinois Self-Advocacy Alliance, Inc. (The Alliance) began in 2008, 
and is a network of advocates and self-advocacy groups around 
Illinois  funded by the Illinois Council on Developmental Disabilities.

Our vision is for self-advocates to work together to get the support 
we need and to live the life we want in the community.

Our mission is to speak up for ourselves and each other while 
working together to make changes in our communities and in Illinois. 



What The Alliance Does
● Support local groups
● Work together on important issues
● Networking, advocacy and learning 

○ Monthly newsletters
○ Webinars
○ Training Institute

● Leadership Development
○ Alliance Ambassador Leadership 

Program (AALP)



Nothing About Us Without Us!
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Self Advocacy 

● Who 
● What
● Where 
● When
● Why
● How

TJ

http://selfadvocacyalliance.org/wp-content/uploads/2011/04/Pieces-of-the-Self-Advocacy-Puzzle-Take-3.pdf
http://selfadvocacyalliance.org/wp-content/uploads/2011/04/Pieces-of-the-Self-Advocacy-Puzzle-Take-3.pdf


Identity 

Don’t forget 
disability 
identity too! 
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● 74% of people with developmental disabilities do not 
have knowledge of LGBTQ+ (lesbian, gay, bi-sexual, 
transgender, questioning/queer) issues, and that 70% 
have been shown to have negative attitudes towards 
individuals who identify as LGBTQ.

● Many people with developmental disabilities who 
identify as LGBTQ+ have difficulty accepting their 
identify.

● Many staff supporting people with developmental 
disabilities do not feel comfortable or equipped in 
discussing sexuality.
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● Many people still assume people with developmental 
disabilities are asexual.

● Suicide and mental health issues are seen more 
commonly in LGBTQ+ youth than heterosexual youth.

McCann, E., Lee, R., & Brown, M. (2016). The experiences and support needs of people with intellectual disabilities 
who identify as LGBT: A review of the literature. Research in Developmental Disabilities, 57, 39-53.
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Building a Foundation

Sexuality and love are human rights

Healthy relationships are essential for a full life 

Gender and sexual identity exploration is important

Information is power
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Healthy 
Relationships

Setting and establishing 
boundaries 

Types of relationships

Values and Morals 

Healthy 
Sexuality

Pleasure

Experiences

Exploration

Communication
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Just like anyone else, people with developmental disabilities 
have the right to:

● Sexuality and sexual expression
● Dignity and respect
● Privacy, confidentiality and freedom of association
● Access to sexual education reflective of their cultural, 

religious and moral values
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Sexual Rights Statement - 1

● Have body integrity, privacy and personal choice 
respected, including the right to know how to protect 
oneself.

● Be free from sexual harassment, abuse, assault and 
other forms of sexual violence.

● Explore and define one’s own sexuality, sexual 
orientation, gender identity and sexual expression 
without judgement or discrimination.

● Decide whether and when to be sexually active.
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Sexual Rights Statement - 2

● Choose one’s own sexual partners and have privacy 
and dignity related to dating and sexual intimacy.

● Have safe and pleasurable sexual experiences.

● Decide whether, when and whom to marry and then 
having equality in any marriage.

● Decide whether, when and by what means to have a 
child or children, how many children to have and the 
spacing of one’s children.

Check out Easier to Understand Statement here
TJ

https://www2.illinois.gov/sites/gac/Documents/Sexual%20Rights%20Easier%20to%20Read.pdf


Sexual Rights Statement - 3

● Have readily available and equal access to education 
and information about sex, safe/healthy sexual 
relationships and reproductive health

● Have the highest attainable standard of sexual health.

● Have an effective remedy for violations of 
fundamental rights.
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Healthy & Unhealthy 
Relationships

*Next section taken from Arc of Spokane Healthy Relationships Handbook



What is a Relationship?
A relationship connects people to each 
other. 

Types of relationships: 

● Family
● Friends
● Acquaintance 
● Staff
● Romantic Partners

Any others you can 
think of?



Difference Between Friends & Romantic 
Partners:



Romantic Partners:

*Romantic partners can also be called: partner, lover, husband, wife, friends 
with benefits, etc. 



What Makes a Healthy Relationship?



Choices!



Trust!



Personal Rules 
Choices YOU get to make about your 
body.

● How much personal space you need.
● If you want to be hugged. 
● How you like to be talked to. 
● If you want to be physical with 

someone and when. 

What are YOUR personal 
rules?



Let’s Hear From Self 
Advocates! 

https://www.youtube.com/watch?v=slglSlIz0L0

https://www.youtube.com/watch?v=slglSlIz0L0


What Makes a Relationship Unhealthy?

No respect

No trust

No choice 

Unhealthy relationships: 

● Are NOT good for you
● They hurt
● They make you feel sad
● They make you feel afraid 



How Unhealthy Relationships Hurt: 
Financial Abuse- A person’s money 
can be used by someone else 
illegally. 

Emotional Abuse- People saying 
hurtful things that make them feel sad 
or bad about themselves.

Physical Abuse- Being hit, slapped, 
punched or grabbed. Can also be referred 
to domestic violence.

Sexual Abuse (sexual violence)- Forcing 
someone to do something sexual against 
their will.

*These tactics are about power and control. THEY ARE NOT THE VICTIM’S FAULT! 



WHY is it important to 
discuss disability and 

abuse?



PEOPLE with DISABILITIES 
ARE abused financially, 

emotionally, physically and 
sexually! 



What is 
SEXUAL VIOLENCE?



Sexual Violence is an Umbrella Term



SEXUAL VIOLENCE is:

 FORCED AND

WITHOUT CONSENT



▸ Physical = hitting, pushing, weapons, 
restraints

▸ Verbal = fear, intimidation, threats, 
peer pressure

What is FORCE?

FORCE can be both
 PHYSICAL and VERBAL



How do we define 
CONSENT?





Consent is Clear

● Consent is active.
● It is expressed through words or actions that create 

mutually understandable permission.
● Consent is never implied, and the absence of a “no” is 

not a “yes”.
● Silence is NOT consent.
● “I’m not sure”, “I don’t know”, “Maybe”, and similar 

phrases are NOT consent.



Consent is Coherent

● People incapacited by drugs or alcohol cannot consent.
● A person who cannot make rational, reasonable decisions 

because she or he lacks the capacity to understand the 
“who, what, when, where, why or how” of the situation 
cannot consent.

● People who are asleep or in another vulnerable position 
cannot consent.



Consent is Willing

● Consent is never given under pressure.
● Consent is not obtained through psychological or 

emotional manipulation.
● Consent cannot be obtained through physical violence or 

threat.
● Someone in an unbalanced power situation (such as 

someone under your authority) cannot consent.



Consent is Ongoing

● Consent must be granted every time.
● Consent must be obtained at each step of physical 

intimacy.  If someone consents to one sexual activity, 
she or he may or may not be willing to go further.



Barriers to Education, 
Opportunities, and Human Rights

Lack of

● Sex education 

● Staff training

● Policies and protocols 

● Opportunities to explore sexuality 



History of Illinois House Bill 
3299/Public Act 101-0506

● Voice of advocates 

● Guardianship and Advocacy 

● Regional town hall meetings 

● Legislative process including Witness Slips and  
committee hearings 

● Pushback 



Illinois House Bill 3299/Public Act 
101-0506 
Sex education for persons admitted to a developmental 
disability facility and receiving habilitation. In this Section, 
"healthy sexual practices" means a state of physical, 
emotional, mental, and social well-being in relation to 
sexuality. A person admitted to a developmental disability 
facility and receiving habilitation shall have access to sex 
education, related resources, and treatment planning that 
supports his or her right to sexual health and healthy sexual 
practices and to be free from sexual exploitation and abuse.

Effective January 1, 2020 View the bill here.

https://www.ilga.gov/legislation/ilcs/fulltext.asp?DocName=040500050K4-211


Facts & Figures 
The rates people with disabilities experience sexual violence more 
than 3 times higher than people without disabilities.
(Source: Bureau of Justice Statistics, U.S. Dept. of Justice, 2017)

People with intellectual and/or developmental disabilities 
experience sexual violence more than 7 times higher than people 
without disabilities.
(Source: NPR Abused & Betrayed Series, Jan 2018)



● Personal care attendants, transportation providers and 
family members are the most common perpetrators

● 80% of women and 30% of men with intellectual disabilities 
have been sexually assaulted

● 50% of those women have been assaulted more than ten 
times

● Only 3% of sexual abuse cases involving people with 
developmental disabilities are ever reported
Sobsey & Doe, 1991; Sorenson, 2000 / Valenti-Hein and Schwartz, 1995



Disability Myths
● Disabled are asexual

● Disabled are hypersexual

● Disabled are childlike

● Disabled are dependent on others

● Disabled can not or should not have children

● Disabled can not/do not work

● The mentally ill or developmentally disabled are 

dangerous



Sexual Violence Myths

● Most assaults occur between strangers

● Males do not get assaulted

● You can tell a rapist by their appearance

● There are many false reports of rape

● Once consent is given, it can not be taken back

● Victims are partly to blame for the assault



Risk Factors

● Lack of advocacy skills
● Socialized to be 

compliant to 
Able-bodied

● Disability
● Lack of information on 

their rights
● Accessibility challenges

● Reliance on support 
services

● Poverty
● Inaccessibility and 

isolation
● Devaluation and 

stigma
● Discrimination
(Powers, et. al. 2002; Saxton et. al., 2001)



Tactics Used By Perpetrators/Abusers - 1

● Resources used to maintain autonomy and independence 

are often controlled and exploited by their abuser

● Medical equipment or mobility aids

● Finances, often by being appointed as the victim’s legal 

payee

● Medications



Tactics Used By Perpetrators/Abusers - 2

● Access to disability services 

● Access to social supports (family, friends, faith 

community)

● Access to the telephone or other communication devices

● Grooming strategies



Potential Consequences of Abuse

▶ Emotional Trauma 

▶ Mental Health concerns

▶ Physical injury 

▶ Medical/Healthcare concerns





Rape Crisis Centers

Illinois Coalition Against Sexual Assault (ICASA)
● 24 hour hotline 
● Medical advocacy 
● Legal advocacy 
● Counseling services

National Sexual Assault Hotline    800.656.HOPE (4673)



Resources - 1
● Illinois Coalition Against Sexual Assault here
● Illinois Imagines here
● Illinois Department of Human Services’ Sex Ed Curriculum 

page here
● Illinois Self-Advocacy Alliance, Inc. here
● Illinois Centers for Independent Living here
● NAMI (National Alliance on Mental Illness) Illinois here
● Equip for Equality here
● UIC (University of Illinois at Chicago) Department                      

on Disability and Human Development here T

https://icasa.org/
https://icasa.org/resources/illinois-imagines
https://www.dhs.state.il.us/page.aspx?item=122403
http://www.selfadvocacyalliance.org
https://www.incil.org/
https://www.equipforequality.org/
https://idhd.ahs.uic.edu/


Resources - 2
● Queerability, a LGBTQ and disability rights advocacy 

organization here
● 2010 Impact newsletter article on Coming Out here
● 2010 Impact newsletter sidebar about DSPs supporting 

GLBT individuals here 
● Griffin-Centre - Everybody Counts here
● Human Rights Campaign here
● Suicide Prevention Hotline- (800)-273-TALK (8255)

T

https://queerability.tumblr.com/
https://ici.umn.edu/products/impact/232/18.html
https://ici.umn.edu/products/impact/232/19.html
http://griffin-centre.org/reachout.php
https://www.hrc.org/
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Speak Up and Speak Out!
What have you learned today? Any takeaways?

*Share in the chat*
 



Questions
Comments

Considerations



Thank You

Tara Ahern, Project Director
tara.advocacy@gmail.com

Alliance Email
info@selfadvocacyalliance.org

Alliance Website
http://selfadvocacyalliance.org/

Alliance Facebook
www.facebook.com/IllinoisSelfAdvocacyAlliance/?ref=bookmarks

In partnership with the Illinois Council on Developmental Disabilities. This project was supported, in part by grant number CFDA 93.630, from the U.S. 
Administration for Community Living, Department of Health and Human Services, Washington, D.C. 20201.  Grantees undertaking projects with government 
sponsorship are encouraged to express freely their findings and conclusions. Points of view or opinions do not, therefore, necessarily represent official ACL 
policy. 60
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