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About Us
• Agency serving individuals with developmental disabilities 

of all ages
– Educational Supports for school-age children and 

adolescents
– Pre-vocational/Vocational Services
– Residential Services
– Service Coordination
– Community and Recreational Services 
– Day Programming
– Clinical and Behavioral Services

• Mission: To offer people with intellectual and other 
developmental disabilities opportunities to live and 
experience full lives

To offer people with intellectual and other 
developmental disabilities opportunities to live and 



About Us
• Ulster Rehab Clinic

– Behavioral Health Services-
Psychology & Social Work

– Physical Therapy
– Occupational Therapy
– Speech and Language Pathology
– Rehabilitation Counseling
– Treatment Coordination Services



ASHA DISCLOSURE STATEMENT

• Financial: Both Presenters are 
employees of the Arc of Ulster 
Greene and receive salaries.

• Non-financial: Nothing to report

and receive salaries.

Nothing to report
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Agenda
• History of Sexuality for ID/DD 

population 
• Changing Perspectives
• Parenting & DD Population
• Status of Research
• Real Care Baby Program
• Case Studies
• Demonstration
• Where do we go from here?



Brief History of Sexuality
for the DD Population

• 1880-1940 Eugenics Movement: 
– Forced mass Sterilization
– Segregation

• 1940’s -1960’s Denial and Suppression
• 1960’s-on Civil Rights movement:

– Sexual revolution
– Normalization and deinstitutionalization

• Continued stereotypes
• Understanding, empowerment, training,

education
(Kempton & Kahn, 1991; Lightfoot & LaLiberte, 2011)

Normalization and deinstitutionalization

Understanding, empowerment, training,



Today’s Status

• Sexuality Assessment
• Determination of consenting or 

nonconsenting
• Education
• Social groups
• Sexuality is more of a 

focus, but what about 
parenting?

Sexuality is more of a 
focus, but what about 



Deciding to Parent
• Increasing number deciding to exercise the right to 

conceive and become a parent
• Historically limited supports for parents with intellectual 

disabilities
• Courts often focus on a parent’s disability, rather than 

their behavior (Lightfoot & LaLiberte, 2011)
• Stage of denial: Most agencies are not prepared to 

provide pregnancy education, infant-care skills, etc.
• Most agencies do not provide services for an individual’s 

baby within certified cites
• What if they don’t have the skills and/or resources?

• Where and what are the support services? Child care 
skills training?

• Services are needed!

Historically limited supports for parents with intellectual 

Most agencies do not provide services for an individual’s 



Status of Research on 
Parent Education

• Parenting skills is behavior!
– Negative reinforcement (Thompson, Bruzek, & 

Cotnoir-Bichelman, 2011)
• Components of successful child care skills training for 

adults with Developmental Disabilities
– Instruction, Self-Instruction, & Pictorial Cues 

(Feldman & Case, 1997; Feldman, Ducharme, 
Case, 1999; Feldman & Case, 1999; 
Feldman, 2004)

– Modeling, Feedback, and Reinforcement
Schedules (Feldman, Ducharme, Case, 1999)



• Behavioral Skills Training (BST) (consisting of modeling, 
rehearsal, and feedback)

• BST used to improve caregiving skills across time and 
context (typically developing adults) (Miles & Wilder, 
2009)

• Limitations of some studies on the topic:
– Limit funds to design interventions
– Focus on preference or other 

variables, rather than behavior
– Self-report measures

• Research is needed!

Limitations of some studies on the topic:

Status of Research on 
Parent Education



RealCare Baby Program
• RealCare Baby simulators are intended to mimic 

some of behavior of newborn babies (crying to be 
fed, burped, rocked, or changed; cooing when 
successful)

• Software tracks and reports on caregiving actions 
and mishandling; also tracks surrounding 
temperatures, time in a car seat, & clothing changes

• Intended as a means of teen
pregnancy prevention,
skill development, 
child abuse prevention

• MORE AT: 
www.RealityWorks.com

Intended as a means of teen
pregnancy prevention,

child abuse prevention

www.RealityWorks.com



Research on 
Infant Simulators

• Focus on pregnancy prevention rather than 
parenting skills (Brinkman et al., 2010)

• Focus on expectations, perceptions, attitudes, and 
beliefs (Out & Lafreniere, 2001; Somers & Fahlman, 
2001; Strachan & Gorey, 1997) 

• Mixed reviews… Limited effectiveness at changing 
adolescent safe sex practices (Somers & Fahlman, 
2001)

• BUT Infant simulators paired with competency 
based training were effective at improving childcare 
skills (for typically developing adolescents) 
(Roberts & McCowan, 2004)

• More research is needed looking at the different 
applications of this for different populations

Focus on expectations, perceptions, attitudes, and 
Fahlman, 

based training were effective at improving childcare 

More research is needed looking at the different 
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Case Study 1 - Jill

• Mild Intellectual Disability
• Not participating in Day Hab, 

Pathways, counseling,
or much else

• Loved children, especially babies
• Aspired to get a job in a day care

Loved children, especially babies
Aspired to get a job in a day care



Jill’s Participation

• Introduced the RealCare
program

• Modifications
• Task Analyses
• Started with paper diariesStarted with paper diaries

http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjGj4TW5tDPAhVLMj4KHbtzD78QjRwIBw&url=http://www.123rf.com/photo_47843011_cute-asian-baby-crawling-and-looking-up-with-tongue-out-isolated-on-white-background.html&bvm=bv.135258522,d.cWw&psig=AFQjCNGh2ehZXRdJAIb8cjzWQdnaIdBfTQ&ust=1476208311925573
http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjGj4TW5tDPAhVLMj4KHbtzD78QjRwIBw&url=http://www.123rf.com/photo_47843011_cute-asian-baby-crawling-and-looking-up-with-tongue-out-isolated-on-white-background.html&bvm=bv.135258522,d.cWw&psig=AFQjCNGh2ehZXRdJAIb8cjzWQdnaIdBfTQ&ust=1476208311925573
http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwiGkb6b59DPAhUFyT4KHfKQDb4QjRwIBw&url=http://www.gettyimages.in/detail/photo/baby-boy-on-white-background-high-res-stock-photography/sb10067830b-005&bvm=bv.135258522,d.cWw&psig=AFQjCNHoIieSickJAPtO9i9dcp4kbUj_7g&ust=1476208461082212
http://www.google.co.uk/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=&url=http://delta.playbuzz.com/rebeccalevy10/what-genius-name-should-you-name-your-first-born-child&bvm=bv.135258522,d.cWw&psig=AFQjCNHoIieSickJAPtO9i9dcp4kbUj_7g&ust=1476208461082212


Task Analysis for Changing a Diaper
1. When baby starts to cry, swipe bracelet over chest until you 

hear a chime.
2. Take a peek inside the back of the diaper to see what color is 

on the inside of the diaper.
3. Lay baby down on a flat surface.
4. If the baby has a diaper with a green square on it, get a diaper 

that has a yellow square out of the diaper bag.  If the old 
diaper has a yellow square on it, get out a diaper with a green 
square.

5. Remove baby’s bottoms.

6. Gently lift baby’s legs and place new diaper under baby (with 
old diaper still on).

7. Undo the velcro on the old diaper baby is wearing.
8. Gently lift baby’s legs and remove old diaper.  Leave new 

diaper in place under baby’s bottom.

9. Bring front of new diaper up between baby’s legs.  

10. Fasten the Velcro on each side of diaper.
11. Put bottoms back on baby.



RealCare Diary



Diary with Self-Reinforcement



Disadvantages of Paper Diaries
• Inconvenient and cumbersome
• Papers would get lost or mangled
• Low acceptability rating – not at all 

enjoyable
not at all 



RealCare Task Analysis



Jill’s Participation

• Provided the iRewards app
• Positive acceptability feedback
• Program became very enjoyable
• Began to incorporate Premack

Principle
• Participation in Day Hab and 

Pathways improved
and 
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iReward Phone App



Jill’s Data
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Expanding Skills

• Goal of working in day care
• Worked with two babies at a 

time
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Jill Continued to get 100%



Instructor did not…



Jill

• Graduated from the RealCare
Program

• Incorporated fading
• Currently Job Hunting
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Case Study 2 - Jackie

• Mild Intellectual Disability
• Had a part-time job
• Was considering parenthood 

& child-care jobs
Was considering parenthood 



Jackie’s Participation

• Had great difficulty when baby 
cried

• Was overwhelmed with using 
pen/paper diary

• Decided parenthood was 
definitely not for her!

• Became very discouraged

Had great difficulty when baby 

Was overwhelmed with using 



Jackie

• Took a break for several weeks
• Offered iReward app
• Immediate progress –> 100%
• Confounding variable –

competition with peer
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Jackie’s Data
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Case Study 3 - Janine
• Mild Intellectual Disability
• Various mental health 

diagnoses
• Several psychotropic 

medications
• 4-bed group home
• Initially non-consenting, 

but became consenting



Janine - CTD

• Had a boyfriend
• Went on birth control
• And then…

• ICD 10 Diagnosis:  Z33.1
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She’s Having a Baby!

• Z33.1 = “Pregnant State, 
Incidental”
Z33.1 = “Pregnant State, 



Janine - CTD

• Went off all psychotropic meds
• Moved to another group home 

for her safety
• Team began planning



Janine - CTD

• Always had the dream of  
having a baby

• Wanted to keep and raise her 
own baby

• No skills, experience, or 
knowledge of raising babies

Wanted to keep and raise her 
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Janine - CTD
• RealCare Baby curriculum
• Parenting classes
• Counseling

Parenting classes
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Janine’s Progress

• Difficulty acquiring skills
• Disliked paper and pen 

diaries
• Loved her phone!
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RealCare Diary





Changes Made

• Increased training
• Intensive 1:1 training (BST), 

modeling, practice and 
feedback

• Office sessions, day hab, home
• Provided phone app for self-

management

hab, home
Provided phone app for self-
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Chore Chart App



Janine’s Data
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Janine’s Outcome

• Had a healthy baby boy
• Family stepped forward as an 

additional support
• Living with family members
• Mom, dad and baby 

are doing well!
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Limitations
• Child care skills for older babies, 

children, and teens are not addressed
• Need generalization to real babies 

and real circumstances
• Multitude of factors come into play  

when parenting
• Cost of equipment: $500-$1000+
• Robot babies are not real babies!

$1000+
Robot babies are not real babies!



DEMONSTRATION



How Should We Handle the Issue?
• Need to have conversations early on
• Possibly incorporate as part of 

sexuality assessment or sex 
education

• Education and training should be 
provided before pregnancy

• Curriculums should be modified 
for various intellectual levels

• Need to consider supports





• United ARC; Positive Parenting
• Individualized Parent Support — Home-based parent 

skills training, case management, service advocacy and 
family support

• Parent Education and Support Groups
• Supervised Visitation
• Intensive Structured Supported Family Living —

Apartment building; apartments available for families, 
and an adjacent apartment for an on-site supportive 
neighbor; Parent educators work with families 

• Consultation — Training workshops and consultation.
• Mentoring Support — Family Friends volunteers are 

matched with families to provide support and guidance 
to both children and parents

• Grandparent/Kinship Caregiver Support — Networking, 
support groups and individualized home visits for 
grandparents and kinship caregivers with primary care 
giving responsibility for raising a grandchild or young 
relative

Training workshops and consultation.
Family Friends volunteers are 

matched with families to provide support and guidance 

Networking, 

grandparents and kinship caregivers with primary care 
giving responsibility for raising a grandchild or young 

Other Examples of Services



Where Do We Go From Here?
• Educate and Advocate!
• Plan proactively instead of reacting 

emergently
• Incorporate evidence-based strategies
• Incorporate appealing technology

– Self-management apps
– Infant simulators

• Practice needs to generalize to real 
babies

• Incorporate supports
• We need more research!

Incorporate appealing technology

Practice needs to generalize to real 
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