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RESOURCES LIST

Websites:

· PWSA l USA: www.pwsausa.org  
· PWS News: https://praderwillinews.com/ 
· Foundation for Prader-Willi Research:  www.fpwr.org 
· International Prader-Willi Syndrome Organization: www.ipwso.org    
Handouts:

· Quick reference and general overview on Health Issues in Children and Adults with PWS; 
· Prader-Willi Syndrome (vkcsites.org)
· Medical Home Portal - Prader-Willi Syndrome
· Medical Care Overview (IPWSO)
· Infants (0-3 yrs.) - IPWSO-CSAB-Overview-and-Evaluation-for-Infants-with-PWS-Aged-0-3yrs-May-2019.pdf
· Children (3-12 yrs.) - IPWSO-CSAB-Overview-and-Evaluation-for-Children-with-PWS-Aged-3-12yrs-February-2019.pdf
· Adolescents – IPWSO-CSAB-Overview-and-Evaluation-for-Adolescents-with-PWS-February-2019.pdf
· Adult - IPWSO-CSAB-Overview-and-Evaluation-for-Adults-with-PWS-January-2018.pdf
· Medical Alert Booklet - Medical-Alerts-Booklet_3.8.22Final.pdf (www.pwsausa.org)
· [bookmark: _Hlk92864159]GI Chart - GI-Algorithm-Chart-2022.pdf (www.pwsausa.org) 
· Comprehensive Overview of GI Issues in Persons with PWS: GI-issues-Scheimann-final-2022.pdf (pwsausa.org)
· Gastroparesis: Understanding-Gastric-Motility-and-Gastroparesis-in-PWS-2022.pdf (www.pwsausa.org)
· Hidden Swallowing Problems: Swallowing-Problems-in-PWS-2022.pdf (pwsausa.org)
· Swallowing Problems in Infants: Swallowing-and-Silent-Aspiration-in-Infants-2022.pdf (pwsausa.org)
· Respiratory Problems - Respiratory-problems-2022.pdf (pwsausa.org)
· Medications and Respiratory Issues - Medication-combinations-warning-2022.pdf (pwsausa.org)
· Medical Necessity for Food Security - Medical-Necessity-for-Food-Security-Statement.pdf (pwsausa.org) 
· Anesthesia - Anesthesia-and-PWS-Loker-2022-1.pdf (pwsausa.org)
· Postoperative Monitoring - Postoperative-monitoring-of-patients-2022.pdf (www.pwsausa.org)
· Postoperative Monitoring Pediatric Patients- Postoperative-monitoring-of-pediatric-patients-2022.pdf (pwsausa.org)
· Skin Picking -  Skin-Picking-2022.pdf (pwsausa.org)
· Skin Picking - The Pittsburgh Partnership (pwsausa.org)
· [bookmark: _Hlk90148697]Skin Picking – N-Acetylcysteine Picking-and-N-acetylcysteine-2022.pdf (pwsausa.org)
· Hypothermia - Hypothermia-2022.pdf (pwsausa.org)
· Allegations of Abuse - AllegationsofAbuse-2022.pdf (pwsausa.org)












· Food Security – Locks - Food-Security-Locks-and-Alarms-ED-2022.pdf (pwsausa.org)
· PWS Mental Health Guidebook -  PWS-Mental-Health-Guidebook-download (fpwr.org)
· Mental Health - The-Mental-Health-of-People-with-PWS-T-Holland.pdf (pwsausa.org)
· Mental Health – Information for Psychiatrists - Psychiatric-information-for-psychiatrists.pdf (www.pwsausa.org)
· Mental Health – Behavior Changes - Mental-Health-and-Behavior-Updated.pdf (www.pwsausa.org)
· Psychotropic Medication Tip Sheet for Health Care Professionals -  Psychotropic-med-tip-sheet-2022.pdf (www.pwsausa.org)
· Mental Health Handout (1 page) - Serious-Mental-Health-Problems-In-Prader-Willi-Syndrome.pdf (fpwr.org)
· Handbook for Parents of Young Children - Prader-Willi_Syndrome_First_Steps_online.pdf (hubspot.net)
· Health Supervision for Children with PWS:  Health Supervision for Children With Prader-Willi Syndrome | Pediatrics | American Academy of Pediatrics (aap.org)
· Recommendations for the Diagnosis and Management of PWS (Good Medical Resource to Share with Primary Care Health Professional):  2008clinicalGuide.pdf (fpwr.org)
· The Importance of Growth Hormone: Growth-Hormone-Therapy-for-PWS-Fact-Sheet.pdf (fpwr.org)

Webinars / Presentations:

· Advocating for the Person with PWS in the Emergency Department (Dr. Dan Beaver MD): https://m.youtube.com/watch?v=VoiIklGDq-A
· Optimal Nutrition for People with PWS (Melanie Silverman)  Here is your video: Optimal Nutrition For People With PWS (fpwr.org)  
· Standards of Care for Adults and Children with PWS (Dr. Jessica Duis) Here is your video: Dr. Jessica Duis Standards of Care for Adults and Children with PWS Video (fpwr.org)  
· Scoliosis and PWS (Dr. Van Bosse and Janice Agarwal) Here is your video: Dr. van Bosse Orthopedics, Scoliosis and PWS Presentation (fpwr.org)

Blogs:

· Behavior, Mental Health and PWS (Lauren Schwartz Roth, PhD.) Psychologist Lauren Roth on Behavior, Mental Health and PWS [PODCAST] (fpwr.org)
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