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OH NO!!!!  FIVE - O
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PRADER-WILLI SYNDROME AND LAW ENFORCEMENT

THIS COURSE WILL PROVIDE INTRODUCTORY INFORMATION ON 
HOW TO BEST PREPARE FOR AN INCIDENT INVOLVING A 
FAMILY MEMBER OR STAFF AND LAW ENFORCEMENT
PREPARATION BEFORE A CRISIS SITUATION IS CRITICAL FOR BOTH 
LAW ENFORCEMENT AND THE FAMILY  IN ORDER TO PROVIDE 
THE PERSON WITH PWS THE BEST SERVICE AND POSITIVE 
OUTCOME POSSIBLE E WILL PROVIDE 
INTRODUCTORY INFORMATION ON HOW TO BEST PREPARE FOR 
AN INCIDENT INVOLVING ENFORCEMENT
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FAMILY AND POLICE WORKING AS ONE

• How to accomplish a positive 
outcome

• How to best work with law 
enforcement

• How and who to contact your 
police department

• How to educate your local police 
department

• What to do if the person with PWS is 
arrested

• What to do if family is accused or 
arrested

• What is law enforcement’s role and 
expectations

• What are civil remedies and how do 
they apply to your family 
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PREPARATION IS KEY!

• Make sure family and providers completely  understand PWS AND  the 
individual with PWS (they are 2 separate things)

• Have continued training of outside providers and debrief all 
incidents.  Determine the “triggers.”  They are there

• Educate neighbors, day program staff, school staff – all of them!  Anyone who 
could have contact with your loved one.  Think outside the box

• (circle K close by; FOOD DELIVERIES, AMAZON)
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GETTING READY

• Know your PWS person! The good, the good, the bad and 
the ugly

• Compile a folder and include pamphlets on PWS along with 
a small personal bio on them that describes triggers or 
things that work or don’t

• Include extended family if they are involved.  Everyone 
needs to be on the same page!!
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Partnering with Police

• Determine what agency services 
your home or business

• Contact the community resource 
sergeant or officer of that area

• Brief that sergeant or officer about 
your home or facility

• Inquire if they have a Crisis 
Intervention Team

• Request a meeting with the supervisor 
and a Crisis Intervention Team Leader or 
liaison

• See if you can make it for a time where 
shifts overlap

• Gather all necessary educational 
material together and make folders 
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Meeting Day

• Have critical family and providers present

• Provide them with information on PWS but don’t overload them

• Provide them information about your child 

• Explain the issues law enforcement encounters with our population.  Theft, allegations of 
abuse/neglect, running away MELT DOWNS

• Show them the blue form and where it’s kept
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Law Enforcement Blue Form
ATTENTION LAW ENFORCEMENT
PRADER-WILLI SYNDROME DIAGNOSIS

NAME AND DATE OF BIRTH
PRADER-WILLI SYNDROME IS A DEVELOPMENTAL DISABILITY
IT CAUSES COGNITIVE AND BEHAVIORAL ISSUES THAT CANNOT BE CONTROLLED BY THE CLIENT.  THEY HAVE AN 
INSATIABLE APPETITE AND WILL SEEK FOOD.
____________ HAS A ___IQ AND FUNCTIONS AS A ___ YEAR OLD
(NAME) WILL BE VERBALLY AGGRESSIVE BUT WILL NOT INJURE SELF OR OTHERS.  KEEPING THEM IN A SAFE 
LOCATION WHILE THEY WORK THROUGH THEIR MELTDOWN WILL HELP AS WILL NOT ASKING THEM ANY 
QUESTIONS DURING THIS TIME, AS THAT PROLONGS THE TANTRUM. (or you can put the opposite, ie: aggressive and 
what to do)

PWS (NAME) MUST HAVE FOOD LOCKED FROM THEM AT ALL TIMES.  IF THEY GET INTO FOOD UNSUPERVISED, IT IS 
LIFE THREATENING
(NAME)  WILL LIE ABOUT (food or whatever)
FAMILY  HAS PWS INFORMATION AVAILABLE IF THERE ARE FURTHER QUESTIONS
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Meeting Day

• Give them a walk through of the homes living area

• Show them the kitchen and thoroughly explain why locks are there

• Show them any other locking or alarm systems to assure the safety of the person with PWS

• Ask if there could be a point of contact officer for non-emergency issues.  This may not always 
be possible

• Inquire about a premise entry

• Find out what Law Enforcement expectations are. They are not the same as ours all the time
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Evolution of PWS
Victor at 3 and at 19                                            Victor in Las Vegas for his 21st birthday!!
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Hello Neighbor!
• One of the biggest call generators for police is neighbor problems. Generally, because there was never 

any communication

• Make sure that you introduce yourself to your neighbors and educate them on PWS

• Give them emergency contact information

• Give them the PWS overview pamphlet

• Assure them that you want to be a good neighbor and are open if there are questions or concerns

• Ask that your loved one causes an issue, for them to contact you immediately so that it can be addressed

• This includes the local mini-market or businesses that may be in your area; calling the pizza or food 
delivery businesses

• Ask that they only contact police in an emergency or if they cannot contact you
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The Day Has Come…Someone Called 911

• The day will come when police show up at the home or in a 
public place.  It will either be a crisis situation or not

• If it is a crisis situation, the police will NOT have the time to 
go over the details of PWS. They will need to address any 
threat and make the situation safe. Only then will they be 
able to discuss resolutions
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911 Outcomes
• The officer will resolve  the 

issue and make a report of 
what occurred. 

• The officer will feel that there is 
a safety concern and contact 
APS or CPS for guidance and 
potentially placement

• The officer will transport your 
child/adult to the hospital for 
involuntary committal

• The officer will advise that no arrests 
will be made but that either your child 
or another is a suspect and 
detectives will follow up

• The officer will make an arrest of 
either your child/adult or another.  
This could be through a field release 
or an in custody arrest
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Non-Criminal Situations

• Running away (can be a status offense in some states if a 
juvenile)

• Mental health break
• Danger to self or others
• Other - specific to jurisdiction
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Criminal Situations

• Disorderly conduct
• Assault or aggravated assault
• Theft (in and out of home)
• Criminal Damage
• Burglary
• Sex crimes
• Other
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Your Child Has Been Arrested

• Is there guardianship in place and how that plays in criminal court
• Field release vs in custody
• Misdemeanor vs Felony
• If a felony, do an attorney consult.  Notify
• Contact PWSA-USA so that the LE liaison can get involved.  The sooner the 

better
• What PWSA | USA  can do to help
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Family Has Been Arrested, NOW WHAT?
• Generally happens with lack of education

• Don’t panic, easier said than done but we have been successful

• Field release vs In custody

• Know your rights!! May need representation.

• If you have a local police liaison, have someone from the home contact them

• Contact the 24 hour PWSA-USA line to speak with crisis counselor

• If the right professionals are involved from the BEGINNING, the prosecutor can be educated 
and has the authority to drop the charges on most cases.

• The above also helps if CPS or APS is involved
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Civil Remedies

• Can be in lieu of criminal charges
• Can be in conjunction with criminal charges
• May have to pay a fee to the company (shoplifting incident)
• May dictate that the person cannot return to that store.  If they do they will be 

criminally prosecuted
• If arrested can ask for a misdemeanor compromise (doesn’t work with felonies)
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Missing Person
• Call 911 immediately AND SOMEONE STAY AT THE HOME

• THOROUGHLY CHECK THE HOME AND ALL OF THE HIDING SPOTS

• Have current photo

• Have fingerprints and/or DNA to give to police

• Have an overview of this person – IQ and function age, medications, PWS specific concerns etc.

• Do they carry a phone or have a GPS device? If so advise police so they can ping it

• Have they done this before?  Where have they be found or gone in the past?

• Known obsessions – video store; grocery store; Verizon store; riding the city bus

• Contact family or friends that they communicate with?

• Contact or have another family member contact neighbors (this is where we find most of our folks)

• What about social media?  FB; Instagram; Twitter/ Snapchat



A Resource of PWSA | USA | pwsausa.org



A Resource of PWSA | USA | pwsausa.org

THE DARK WEB
How parents can 

help their child or adult 
from becoming a victim
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Social Media Concerns

People with intellectual 
disabilities are more susceptible 
to exploitation and abuse and the 

rise of the internet only 
increases vulnerability.
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Michigan State University Study

• ⅓ said they would send their photo to online person and would 
arrange to go to the home of a person they met online AND keep 
that relationship from parents/caregivers.

• 86% of adults used social networking such as FB daily, typically 
without supervision.

• That participants shared a large amount of identifiable info on their 
profiles and ARE LIKELY TO AGREE TO ENGAGE IN 
SOCIALLY RISKY BEHAVIOR!
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Things to Consider

• What can YOU do within the boundaries of the laws of your 
state, federal laws.

• With little statistics on this with PWS, how can safety 
training be implemented for our population that will protect 
their right to least restrictive, while keeping them safe.

• What does that look like?
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HUMAN TRAFFICKING

•Def: The recruitment, transportation, transfer, harboring, or 
receipt of persons by improper means (such as force, 
abduction, fraud, or coercion) for an improper purpose 
including forced labor or sexual exploitation.

•We think sex trade….not always, could be SSI/SSD fraud; 
domestic servitude. This is often accomplished through 
online relationships.
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Safety must be 
the priority for the 
PWS Population
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TAMMIE PENTA
TPENTA1@GMAIL.COM

520-343-4879

mailto:TPENTA1@GMAIL.COM
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THANK YOU
www.pwsausa.org

Info@pwsausa.org

(941) 312-0400
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