SICKLE CELL DISEASE COALITION (SCDC)

Sickle cell disease (SCD) is an inherited, chronic blood disorder

that can lead to complex complications for individuals born
with the disease. SCD complications often arise in infancy and
range in type and severity from person to person; some
common complications associated with the disease include
chronic pain, blood clots, high blood pressure, breathing and
sleeping issues, kidney problems, and vision impairment. SCD
impacts more than 100,000 individuals in the United States and
more than 100,000,000 people worldwide. With early diagnosis
and access to comprehensive biopsychosocial care and support
services, individuals living with SCD can maintain their health
and thrive with a high-quality of life.

School personnel, caregivers, and other community
members can play a critical role in improving health and
academic outcomes of students living with SCD.



The Build Your Own SCD School Binder offers
school personnel, students, caregivers, and other

stakeholders a repository of evidence-based resources
and recommended interventions to support the

academic and biopsychosocial wellness of students
living with SCD.

Resources included reflect a diversity of topics,
perspectives, and needs. This toolkit is designed to

A
I

provide a wealth information that may become
relevant at different points of a studentjs educational
journey b from daycare to higher education and = =
employment. For ease of access, resources are

organized by relevancy to different stakeholders,

including:

Use this repository to build your own personalized “SCD School Binder” by:

1.) reviewing the resources listed in each section (see Table of Contents, pg.3),
2.) downloading and/or printing relevant items, and

3.) compiling these materials into a binder for reference throughout the school
year.

To learn more about SCD and access additional resources, visit: www.scdcoalition.org.
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A. Building Blocks to Support Students with SCD
i. General Guidance on SCD & School Support

o Education: Sickle Cell Disease & Supportive Care (Source: Sickle Options)
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http://sickleoptions.org/en_US/decision-making-steps/sickle-cell-disease-and-supportive-care/psychosocial/education/
https://www.marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://www.marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://media.chop.edu/data/files/pdfs/school-handbook-scd.pdf
https://scinfo.org/teachers-and-students/
https://drive.google.com/file/d/1hsWSBAtsqLskzhZj41Z3Ue6isq3ujW9B/view
https://sicklecelldisease.net/file_download.php?link=https%3A%2F%2Fsicklecelldisease.net%2Fwp-content%2Fuploads%2Fdocumentmanager%2FResources+%26+Educational+Materials%2FCaretaker%2FTeacher+serving+a+student+with+SCD%2FA-Guide-to-School-Policy-June-2016-00000002.pdf
https://www.cdc.gov/ncbddd/sicklecell/toolkit.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://scinfo.org/wp-content/uploads/2015/07/SchoolHandbook_SickleCellChild_PDF1.pdf
https://www.nhlbi.nih.gov/health/sickle-cell-disease
https://blackhealthmatters.com/tips-support-students-sickle-cell-disease
https://media.chop.edu/data/files/pdfs/caregiver-information-504-iep-scd.pdf
https://www.chop.edu/centers-programs/cancer-center/parent-advocacy-materials
https://www.masslegalhelp.org/health/sickle-cell-disease/reasonable-accommodations-guide-for-college-students-with-scd.pdf
https://www.childrenshospital.org/programs/social-work/patient-resources/transitioning-adult-care/patients
https://www.childrenshospital.org/sites/default/files/media_migration/e2ed7013-2524-4ed0-9666-b350a483c9d7.pdf
https://www.stjude.org/treatment/patient-resources/caregiver-resources/patient-family-education-sheets/hematology/504-plan-for-education-sickle-cell.html
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Sample SCD Care Plans & Accommodation Letters
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SCD Care Plans:

Athletic Department Action Plan for the Student with SCD (Source: CHOP)

Before and Aftercare Action Plan for Students with SCD (Source: CHOP)

Early Childhood Education Provider Action Plan for the Student with Sickle

Cell Disease (Source: CHOP)

School Health Services Action Plan for Students with SCD (Source: CHOP)

Sickle Cell Anemia School Nurse Care Plan (Source: Sarah Portle, Med., BSN,

RN, NCSN)

Sickle Cell Anemia Teacher Action Plan (SourceftjAi.43rm0 g0 G[()5(S)-{o)-u)22(r)-&)-&
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https://media.chop.edu/data/files/pdfs/athletic-department-action-plan-scd.pdf
https://media.chop.edu/data/files/pdfs/before-after-care-scd.pdf
https://media.chop.edu/data/files/pdfs/early-childhood-education-action-plan-scd.pdf
https://media.chop.edu/data/files/pdfs/early-childhood-education-action-plan-scd.pdf
https://media.chop.edu/data/files/pdfs/school-health-services-action-plan-scd.pdf
https://drive.google.com/file/d/13A6kCk-RDt_lPcOmA5YzNzZ_5vtpM22w/view?usp=drive_link
https://drive.google.com/file/d/1jU3tpaXztRqeLt0xz_plPAw-ZmNZbKmf/view?usp=drive_link
https://media.chop.edu/data/files/pdfs/summer-camp-action-plan-scd.pdf
https://media.chop.edu/data/files/pdfs/teacher-sub-action-plan-scd.pdf
https://drive.google.com/file/d/139khiSrzc3tiBQxggq1qSBlXWSi1XB1r/view
https://drive.google.com/file/d/16qrcXI_S18M8kBIk-AUzJHUUcOeIHd1S/view
https://drive.google.com/file/d/1SEbZqyOVgOxJ9axNK232t0uLN9voFWMH/view
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.sicklecelldisease.org%2Fwp-content%2Fuploads%2F2020%2F04%2FUpdated-Caregiver-Template-final.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.sicklecelldisease.org%2Fwp-content%2Fuploads%2F2020%2F04%2FUpdated-Patient-Template-final.docx&wdOrigin=BROWSELINK
https://drive.google.com/file/d/1LlJ9ENkSUt1CQObpf4TJPWFNvVdfDiWU/view?usp=sharing

B. SCD School
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https://media.chop.edu/data/files/pdfs/athletic-department-action-plan-scd.pdf
https://media.chop.edu/data/files/pdfs/before-after-care-scd.pdf
https://stacks.cdc.gov/view/cdc/112324
https://stacks.cdc.gov/view/cdc/112324
https://www.cdc.gov/ncbddd/sicklecell/documents/sickle-cell-coaches.pdf
https://www.cdc.gov/ncbddd/sicklecell/documents/sickle-cell-coaches.pdf
https://blackdoctor.org/diet-and-exercise-living-well-with-sickle-cell/2/
https://sickle-cell.com/exercise
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-acute-pain.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-chronic-pain.html
https://drive.google.com/file/d/16qrcXI_S18M8kBIk-AUzJHUUcOeIHd1S/view
https://media.chop.edu/data/files/pdfs/summer-camp-action-plan-scd.pdf
https://www.cdc.gov/ncbddd/sicklecell/toolkit.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://www.cdc.gov/ncbddd/sicklecell/documents/sickle-cell-doctors.pdf
https://www.cdc.gov/ncbddd/sicklecell/documents/sickle-cell-doctors.pdf
https://media.chop.edu/data/files/pdfs/early-childhood-education-action-plan-scd.pdf
https://www.chp.edu/our-services/cancer/conditions/sickle-cell/resources/elementary
https://www.cdc.gov/ncbddd/sicklecell/documents/Factsheet_ScickleCell_Status.pdf
https://www.chp.edu/our-services/cancer/conditions/sickle-cell/resources/infants-and-toddlers
https://scinfo.org/wp-content/uploads/2015/07/Parents_Handbook_Sickle_Cell_Disease_Part_I.pdf
https://www.chp.edu/our-services/cancer/conditions/sickle-cell/resources/preschoolers
https://www.cdc.gov/ncbddd/sicklecell/documents/factsheet_sickle_cell_trait.pdf

Higher Education / Employment

o Accommodation and Compliance: Sickle Cell Anemia (Source: Job Accommodation
Network (JAN))

o0 Accommodation and Compliance Series: Employees with Sickle Cell Anemia (Source:
JAN)

oYCollege Students Living with a Chronic ConditionZ (Source: Center for Online

Education)
o College Students with Chronic Health Conditions (Source: Edu Med)

0 Co-Pay Relief Fund (Source: Patient Advocate Foundation)_

o High School Staff and Guidance Counselor Reference for College- and Career-Bound
Student with SCD (Source: CHOP)

oYl Have Sickle Cell Disease. What Should | Know About Going Away to College?Z
(Source: Nemouris Childrenfs)

0 Managing Acute Pain if You Have Sickle Cell Disease (Source: CDC, ASH, SCDAA)

0 Managing Chronic Pain if You Have Sickle Cell Disease (Source: CDC, ASH, SCDAA)

o YManaging Chronic Illiness in CollegeZ (Source: Collegiate Parent)

o Reasonable Accommodations for College Students with Sickle Cell Disease (Source:
New England Pediatric Sickle Cell Consortium)

o Sample SCD letter - college (shared by Dr. Sunnye Mayes)

o Sample SCD Letter to Employers from Caregiver (Source: SCDAA MARAC)

o Sample SCD Letter to Employers from Individuals Living with SCD (Source: SCDAA
MARAC)

o Steps to Better Health Toolkit for People with Sickle Cell Disease Fact Sheet (Source:
CDC, ASH, SCDAA)

o Teens with Sickle Cell Disease (Source: Childrenjs Hospital of Pittsburgh)

o Tip Sheet for the College- and Career-Bound Student (Source: CHOP)
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https://askjan.org/disabilities/Sickle-Cell-Anemia.cfm
https://askjan.org/publications/Disability-Downloads.cfm?pubid=969229&action=download&pubtype=doc
https://www.onlinecolleges.net/for-students/chronic-health-issues/
https://www.edumed.org/resources/college-with-a-chronic-health-condition/#:~:text=Student-specific%20ways%20to%20manage%20this%20condition%201%20Learn,professors%20know%20where%20your%20epinephrine%20auto-injector%20is%20kept.
https://copays.org/
https://media.chop.edu/data/files/pdfs/reference-college-student-scd.pdf
https://media.chop.edu/data/files/pdfs/reference-college-student-scd.pdf
https://kidshealth.org/en/teens/sickle-college.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-acute-pain.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-chronic-pain.html
https://www.collegiateparent.com/wellness/managing-chronic-illness-in-college/
https://www.masslegalhelp.org/health/sickle-cell-disease/reasonable-accommodations-guide-for-college-students-with-scd.pdf
https://drive.google.com/file/d/1SEbZqyOVgOxJ9axNK232t0uLN9voFWMH/view
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.sicklecelldisease.org%2Fwp-content%2Fuploads%2F2020%2F04%2FUpdated-Caregiver-Template-final.docx&wdOrigin=BROWSELINK
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.sicklecelldisease.org%2Fwp-content%2Fuploads%2F2020%2F04%2FUpdated-Patient-Template-final.docx&wdOrigin=BROWSELINK
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://www.chp.edu/our-services/cancer/conditions/sickle-cell/resources/teens
https://media.chop.edu/data/files/pdfs/college-tips-scd.pdf
https://www.childrenshospital.org/programs/social-work/patient-resources/transitioning-adult-care/patients
https://www.cdc.gov/ncbddd/sicklecell/documents/factsheet_sickle_cell_trait.pdf
https://themighty.com/topic/chronic-illness/hacks-tips-college-school-chronic-illness
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Mental Health & Wellness

o A Guide to Living with SCD: Define Yourself, Define Your Life (Source: Sickle Cell
101)

o Be the Match Patient Support Center: Counseling Services (Source: Be the Match)

o Cayenne Wellness Center California SCD Mental Health & Wellness Program (Source:

Cayenne Wellness)
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https://whova.com/xems/whova_backend/get_event_s3_file_api/?eventkey=90bf89d0215083d0ad0b109832c5b65105e5209d6bedb317b2f42d482cca18ba&event_id=digit1_202006&file_url=https://d1keuthy5s86c8.cloudfront.net/static/ems/upload/files/dkmbp_Guide_to_LIving_ENGLISH.pdf
https://bethematch.org/patients-and-families/support-for-you-and-your-family/one-on-one-support/counseling-services/
https://cayennewellness.org/mental-health-and-wellness-services/
https://www.healthychildren.org/English/health-issues/conditions/chronic/Pages/Children-with-Chronic-Illness-Dealing-with-Emotional-Problems-and-Depression.aspx
https://media.chop.edu/data/files/pdfs/understanding-scd-classroom.pdf
https://screening.mhanational.org/screening-tools/?ref=CAN
https://services.aap.org/en/patient-care/mental-health-initiatives/mental-health-resources-for-families/
http://sickleoptions.org/en_US/decision-making-steps/sickle-cell-disease-and-supportive-care/psychosocial/
https://www.healthychildren.org/English/health-issues/conditions/chronic/Pages/Siblings-of-Children-with-Chronic-Ilnesses.aspx
https://www.chop.edu/centers-programs/cancer-center/tips-and-strategies-managing-anxiety-when-returning-school
https://media.chop.edu/data/files/pdfs/understanding-scd-classroom.pdf
https://media.chop.edu/data/files/pdfs/hydration-scd.pdf
https://blackdoctor.org/diet-and-exercise-living-well-with-sickle-cell/2/
https://scinfo.org/wp-content/uploads/2015/02/Sickle-Cell-Diet-and-Nutrition.ppt
https://www.eatright.org/health/allergies-and-intolerances/food-intolerances-and-sensitivities/nutrition-for-the-child-with-sickle-cell-anemia
https://nutritionguide.pcrm.org/nutritionguide/view/Nutrition_Guide_for_Clinicians/1342072/all/Sickle_Cell_Disease#4
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html

o "Family Planning Options for Couples with Sickle Cell Trait or Sickle Cell Disease
(SCD)" Fact Sheet (Source: Sickle Cell Reproductive Health Education Directive

(SCRED))
o Sexual Health and Sickle Cell Disease (Source: Childrenjs National Hospital)

o Sickle Cell Disease and Menstruation (Source: SickleCell.com)

o Sickle Cell Disease: Population Impacts (Source: SickleCell.com)

o SCRED Educational Library (Source: SCRED)

o SCRED Resources on Maternal Health, Fertility Preservation, & Priapism (Source:
SCRED)

o Speaking with Your Partner about SCD (Source: SickleCell.com)

o Telling a Potential Partner That | Have Sickle Cell Disease (Source: Sickle Cell Disease

News)
o Tips for Dating with Sickle Cell (Source: SickleCell.com)

o The Challenges of Invisible IlInesses and Intimacy (Source: SickleCell.com)

vii. Unique Academic Needs

o Caregiver Information on 504 Plans and IEPs (Source: CHOP)

o Classroom Guidelines: Supporting a Student Who Has Had a Stroke (Source: CHOP)
o College Students with Chronic Health Conditions (Source: Edu Med)

o Education: Sickle Cell Disease & Supportive Care (Source: Sickle Options)

o Parent Advocacy Materials
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https://childrensnational.org/departments/center-for-cancer-and-blood-disorders/programs-and-services/blood-disorders/programs-and-services/sickle-cell-disease-program/resources-for-families/sickle-cell-adolescent-transition/sexual-health
https://sickle-cell.com/living/menstruation
https://sickle-cell.com/demographics
https://sicklecellred.org/education/
https://sicklecellred.org/resources/
https://sickle-cell.com/dating
https://sicklecellanemianews.com/columns/dating-with-sickle-cell-how-when-disclose/
https://sickle-cell.com/video/dating
https://sickle-cell.com/living/invisible-illnesses-intimacy
https://media.chop.edu/data/files/pdfs/caregiver-information-504-iep-scd.pdf
https://media.chop.edu/data/files/pdfs/csd-classroom-guidelines.pdf
https://www.edumed.org/resources/college-with-a-chronic-health-condition/#:~:text=Student-specific%20ways%20to%20manage%20this%20condition%201%20Learn,professors%20know%20where%20your%20epinephrine%20auto-injector%20is%20kept.
http://sickleoptions.org/en_US/decision-making-steps/sickle-cell-disease-and-supportive-care/psychosocial/education/
https://www.chop.edu/centers-programs/cancer-center/parent-advocacy-materials
https://drive.google.com/file/d/12vCdijZamvkafwcXHCinwT79ObzqZ5MN/view?usp=sharing
https://drive.google.com/file/d/12vCdijZamvkafwcXHCinwT79ObzqZ5MN/view?usp=sharing
https://www.masslegalhelp.org/health/sickle-cell-disease/reasonable-accommodations-guide-for-college-students-with-scd.pdf
https://digitalpromise.org/online-learning/sped-resources/
https://media.chop.edu/data/files/pdfs/csd-classroom-guidelines.pdf
https://www.stjude.org/treatment/patient-resources/caregiver-resources/patient-family-education-sheets/hematology/504-plan-for-education-sickle-cell.html

C. SCD School Guidance & Resources by Stakeholder

i. School Nurses
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https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/caring-for-common-complications.html
https://www.kennedykrieger.org/sites/default/files/library/documents/community/specialized-health-needs-interagency-collaboration-shnic/SCD%20Website%20tool.pdf
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-acute-pain.html
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://drive.google.com/file/d/12vCdijZamvkafwcXHCinwT79ObzqZ5MN/view?usp=sharing
https://drive.google.com/file/d/12vCdijZamvkafwcXHCinwT79ObzqZ5MN/view?usp=sharing
https://media.chop.edu/data/files/pdfs/school-health-services-action-plan-scd.pdf
https://www.ihtc.org/school-resources
https://drive.google.com/file/d/13A6kCk-RDt_lPcOmA5YzNzZ_5vtpM22w/view?usp=drive_link
https://scinfo.org/teachers-and-students/
https://drive.google.com/file/d/1hsWSBAtsqLskzhZj41Z3Ue6isq3ujW9B/view?usp=share_link
https://sicklecelldisease.net/file_download.php?link=https%3A%2F%2Fsicklecelldisease.net%2Fwp-content%2Fuploads%2Fdocumentmanager%2FResources+%26+Educational+Materials%2FCaretaker%2FTeacher+serving+a+student+with+SCD%2FA-Guide-to-School-Policy-June-2016-00000002.pdf
https://www.cdc.gov/ncbddd/sicklecell/toolkit.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/lung-health.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/kidney-health.html
https://media.chop.edu/data/files/pdfs/csd-classroom-guidelines.pdf
https://media.chop.edu/data/files/pdfs/school-handbook-scd.pdf

o Understanding the Child with Sickle Cell Disease: A Handbook for School Personnel
(Source: Virginia Sickle Cell Awareness Program, Virginia Department of Health)

o Sickle Cell Disease and Menstruation (Source: SickleCell.com)

o Women with Sickle Cell Disease (Source: SickleCell.com)
0 Menjs Health and Sickle Cell Disease (Source: Sickle Cell 101)
0 Y8 Tips to Support Students with Sickle Cell DiseaseZ (Source: Black Health Matters)

ii. Teachers / Substitutes

o YExplore the Mystery of BloodZ Curriculum & Teaching Guide: Grades 9-12 (Source:
ASH & Scholastic)

o Management of Sickle Cell Disease in the Educational Setting (Source: Kennedy Krieger
Institute)

o Maryland State School Health Services Guideline: Management of Sickle Cell Disease in

Schools (Source: Maryland Sickle Cell Disease Association, Maryland State Department
of Education, Maryland Department of Health)

o SCD Reading Lists (Source: SCDC)

o Sickle Cell Anemia Teacher Action Plan (Source: Sarah Portle, Med., BSN, RN, NCSN)
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https://scinfo.org/wp-content/uploads/2015/07/SchoolHandbook_SickleCellChild_PDF1.pdf
https://sickle-cell.com/living/menstruation
https://sickle-cell.com/women
https://www.sc101.org/mens-health-and-sickle-cell-disease/
https://blackhealthmatters.com/tips-support-students-sickle-cell-disease
/-/media/hematology/files/education/educators/documents/explore-mystery-of-blood-teaching-guide-grade-9-12.pdf?la=en&hash=D2964E3827BC13B9E71535A4A5AC19A3
https://www.kennedykrieger.org/sites/default/files/library/documents/community/specialized-health-needs-interagency-collaboration-shnic/SCD%20Website%20tool.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://docs.google.com/document/d/1t9E-DMyyB1R_bbQeIxakGkrI6fhBm2IPKwo2epJJTr4/edit
https://drive.google.com/file/d/1jU3tpaXztRqeLt0xz_plPAw-ZmNZbKmf/view?usp=drive_link
https://scinfo.org/teachers-and-students/
https://drive.google.com/file/d/1hsWSBAtsqLskzhZj41Z3Ue6isq3ujW9B/view?usp=share_link
https://sicklecelldisease.net/file_download.php?link=https%3A%2F%2Fsicklecelldisease.net%2Fwp-content%2Fuploads%2Fdocumentmanager%2FResources+%26+Educational+Materials%2FCaretaker%2FTeacher+serving+a+student+with+SCD%2FA-Guide-to-School-Policy-June-2016-00000002.pdf
https://media.chop.edu/data/files/pdfs/school-handbook-scd.pdf
https://scinfo.org/2015/12/28/sickle-cell-information-for-teachers-students-and-employers/
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://media.chop.edu/data/files/pdfs/teacher-sub-action-plan-scd.pdf
https://scinfo.org/wp-content/uploads/2015/07/SchoolHandbook_SickleCellChild_PDF1.pdf
https://media.chop.edu/data/files/pdfs/understanding-scd-classroom.pdf
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o Vein to Vein: The Science of Blood Donation: A High School Biology Education

Program (Source: Association of Donor Relations Professionals (ADRP))
o Y8 Tips to Support Students with Sickle Cell DiseaseZ (Source: Black Health Matters)

School Administrators / Guidance Counselors

o Accommodation and Compliance: Sickle Cell Anemia (Source: Job Accommodation
Network (JAN))
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https://www.adrp.org/veintovein
https://www.adrp.org/veintovein
https://blackhealthmatters.com/tips-support-students-sickle-cell-disease
https://askjan.org/disabilities/Sickle-Cell-Anemia.cfm
https://media.chop.edu/data/files/pdfs/reference-college-student-scd.pdf
https://media.chop.edu/data/files/pdfs/reference-college-student-scd.pdf
https://www.kennedykrieger.org/sites/default/files/library/documents/community/specialized-health-needs-interagency-collaboration-shnic/SCD%20Website%20tool.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://drive.google.com/file/d/12vCdijZamvkafwcXHCinwT79ObzqZ5MN/view?usp=sharing
https://drive.google.com/file/d/12vCdijZamvkafwcXHCinwT79ObzqZ5MN/view?usp=sharing
https://scinfo.org/teachers-and-students/
https://drive.google.com/file/d/1hsWSBAtsqLskzhZj41Z3Ue6isq3ujW9B/view?usp=share_link
https://sicklecelldisease.net/file_download.php?link=https%3A%2F%2Fsicklecelldisease.net%2Fwp-content%2Fuploads%2Fdocumentmanager%2FResources+%26+Educational+Materials%2FCaretaker%2FTeacher+serving+a+student+with+SCD%2FA-Guide-to-School-Policy-June-2016-00000002.pdf
https://media.chop.edu/data/files/pdfs/school-handbook-scd.pdf
https://scinfo.org/2015/12/28/sickle-cell-information-for-teachers-students-and-employers/
https://media.chop.edu/data/files/pdfs/college-tips-scd.pdf
https://scinfo.org/wp-content/uploads/2015/07/SchoolHandbook_SickleCellChild_PDF1.pdf
https://blackhealthmatters.com/tips-support-students-sickle-cell-disease
https://www.stjude.org/treatment/patient-resources/caregiver-resources/patient-family-education-sheets/hematology/504-plan-for-education-sickle-cell.html
https://www.chop.edu/centers-programs/cancer-center/tips-and-strategies-managing-anxiety-when-returning-school
https://media.chop.edu/data/files/pdfs/understanding-scd-classroom.pdf

o Athletic Department Action Plan for Student with SCD (Source: CHOP)
o YAthletes: Donjt Get Sidelined by Sickle Cell Trait! Help Them Play It Safe with These

Helpful Tips!Z (Source: CDC, ASH, SCDAA)
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https://media.chop.edu/data/files/pdfs/athletic-department-action-plan-scd.pdf
https://stacks.cdc.gov/view/cdc/112324
https://stacks.cdc.gov/view/cdc/112324
https://media.chop.edu/data/files/pdfs/before-after-care-scd.pdf
https://www.cdc.gov/ncbddd/sicklecell/documents/sickle-cell-coaches.pdf
https://media.chop.edu/data/files/pdfs/hydration-scd.pdf
https://blackdoctor.org/diet-and-exercise-living-well-with-sickle-cell/2/
https://sickle-cell.com/exercise
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://media.chop.edu/data/files/pdfs/summer-camp-action-plan-scd.pdf
https://media.chop.edu/data/files/pdfs/csd-classroom-guidelines.pdf
https://www.cdc.gov/ncbddd/sicklecell/documents/sickle-cell-doctors.pdf
https://scinfo.org/wp-content/uploads/2015/07/SchoolHandbook_SickleCellChild_PDF1.pdf
https://www.healthline.com/health/sickle-cell-crisis-triggers
https://blackhealthmatters.com/tips-support-students-sickle-cell-disease
https://media.chop.edu/data/files/pdfs/back-to-school-checklist-504-iep-scd.pdf
https://media.chop.edu/data/files/pdfs/caregiver-information-504-iep-scd.pdf
https://copays.org/
http://sickleoptions.org/en_US/decision-making-steps/sickle-cell-disease-and-supportive-care/psychosocial/education/
https://www.chp.edu/our-services/cancer/conditions/sickle-cell/resources/elementary
https://media.chop.edu/data/files/pdfs/understanding-scd-classroom.pdf
https://www.healthwellfoundation.org/fund/sickle-cell-disease/
https://marylandsicklecelldisease.org/wp-content/uploads/SCD-School-Management-Guidelines-2019.pdf
https://marylandsicklecelldisease.org/wp-content/uploads/SCD-School-Management-Guidelines-2019.pdf

0 Managing Acute Pain if You Have Sickle Cell Disease (Source: CDC, ASH, SCDAA)
0 Managing Chronic Pain if You Have Sickle Cell Disease (Source: CDC, ASH, SCDAA)

o Mental Health Resources for Patients and Families (Source: AAP)

o Parent Advocacy Materials (Source: CHOP)
o Parentsj Handbook for SCD: Birth to Six Years of Age (Source: California Department

of Health Services)
oParents) Handbook for SCD: Six to Eighteen Years of Age (Source: California

Department of Health Services)

o Resources for Siblings of Children with Chronic IlInesses or Disabilities (Source: AAP)
o Rule the School webpage (Source: CVS Specialty Health)

o Sample SCD letter - General (Source: Dr. Sunnye Mayes)

o Sample SCD letter - Day care (Source Dr. Sunnye Mayes)

o Sample SCD letter - College (shared by Dr. Sunnye Mayes)

o Sample SCD Letter to Employers from Caregiver (Source: SCDAA MARAC)

0 SCD Reading Lists (Source: SCDC)

o Sickle Cell Anemia Care Plan Letter (Source: Sarah Portle, Med., BSN, RN, NCSN)
o Sickle Cell Caregiver Help Desk (Source: Sick Cells)

o Sickle Cell Handbook for Schools (Source: CHOP)

o Sickle Cell Information Center (Source: Emory School of Medicine)

o Sickle Cell Information for Teachers, Students, and Employers (Source: Sickle Cell Info
Network)

o Sickle Cell and School: A Guide to School Policy and Best Practices (Source: The Parent-
to-Parent Initiative, SCCC)

o Sickle Cell Trait Toolkit (Source: CDC, ASH, SCDAA)

o Steps to Better Health Toolkit for People with Sickle Cell Disease (Source: CDC, ASH,
SCDAA)

0 The Journey Map of a SCD Caregiver (Source: Sick Cells)

o Tip Sheet for the College- and Career-Bound Student (Source: CHOP)
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https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-acute-pain.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-chronic-pain.html
https://services.aap.org/en/patient-care/mental-health-initiatives/mental-health-resources-for-families/
https://www.chop.edu/centers-programs/cancer-center/parent-advocacy-materials
https://scinfo.org/wp-content/uploads/2015/07/Parents_Handbook_Sickle_Cell_Disease_Part_I.pdf
https://static1.squarespace.com/static/5ee26d5c831ab912105f3b3f/t/613a5c6775631a749cd0d209/1631214698274/SC_Parents_Handbook_II.pdf
https://www.healthychildren.org/English/health-issues/conditions/chronic/Pages/Siblings-of-Children-with-Chronic-Ilnesses.aspx
https://www.cvsspecialty.com/resource-center/sickle-cell-disease/rule-the-school.html
https://drive.google.com/file/d/139khiSrzc3tiBQxggq1qSBlXWSi1XB1r/view
https://drive.google.com/file/d/16qrcXI_S18M8kBIk-AUzJHUUcOeIHd1S/view
https://drive.google.com/file/d/1SEbZqyOVgOxJ9axNK232t0uLN9voFWMH/view
https://view.officeapps.live.com/op/view.aspx?src=https%3A%2F%2Fwww.sicklecelldisease.org%2Fwp-content%2Fuploads%2F2020%2F04%2FUpdated-Caregiver-Template-final.docx&wdOrigin=BROWSELINK
https://docs.google.com/document/d/1t9E-DMyyB1R_bbQeIxakGkrI6fhBm2IPKwo2epJJTr4/edit
https://drive.google.com/file/d/1LlJ9ENkSUt1CQObpf4TJPWFNvVdfDiWU/view?usp=sharing
https://sickcells.org/resources/caregiver-resources/
https://media.chop.edu/data/files/pdfs/school-handbook-scd.pdf
https://scinfo.org/teachers-and-students/
https://scinfo.org/2015/12/28/sickle-cell-information-for-teachers-students-and-employers/
https://drive.google.com/file/d/1hsWSBAtsqLskzhZj41Z3Ue6isq3ujW9B/view
https://www.cdc.gov/ncbddd/sicklecell/toolkit.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/index.html
https://sickcells.org/wp-content/uploads/2021/07/The-Jouney-Map-of-a-SCD-Caregiver.pdf
https://media.chop.edu/data/files/pdfs/college-tips-scd.pdf
https://www.chop.edu/centers-programs/cancer-center/tips-and-strategies-managing-anxiety-when-returning-school
https://whova.com/xems/whova_backend/get_event_s3_file_api/?eventkey=90bf89d0215083d0ad0b109832c5b65105e5209d6bedb317b2f42d482cca18ba&event_id=digit1_202006&file_url=https://d1keuthy5s86c8.cloudfront.net/static/ems/upload/files/dkmbp_Guide_to_LIving_ENGLISH.pdf
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o YAthletes: Donjt Get Sidelined by Sickle Cell Trait! Help Them Play It Safe with These
Helpful Tips!Z (Source: CDC, ASH, SCDAA)

0 Be the Match Patient Support Center: Counseling Services (Source: Be the Match)

0 Cayenne Wellness Center California SCD Mental Health & Wellness Program (Source:
Cayenne Wellness)
0 College Students with Chronic Health Conditions (Source: Edu Med)

o Daily Water Consumption Recommendations (Source: CHOP)

oDiet and Nutrition in SCD PowerPoint (Source: Sickle Cell Info Center, Dr. Allan
Platt)

o Education: Sickle Cell Disease & Supportive Care (Source: Sickle Options)

o Faces of SCD Storytelling Program (Source: Sick Cells)

o Fostering Emotional Well Being (Source: CHOP)

o0 Maryland State School Health Services Guideline: Management of Sickle Cell Disease in

Schools (Source: MSCDA, Maryland State Department of Education, Maryland
Department of Health)

0 Managing Acute Pain if You Have Sickle Cell Disease (Source: CDC, ASH, SCDAA)

0 Managing Chronic Pain if You Have Sickle Cell Disease (Source: CDC, ASH, SCDAA)

0 Menjs Health and Sickle Cell Disease (Source: Sickle Cell 101)

o0 Mental Health Resources for Patients and Families (Source: AAP)_

o Sample SCD Letter to Employers from Individuals Living with SCD (Source: SCDAA
MARAC)

0 SCD Reading Lists (Source: SCDC)

o Sickle Cell Disease and Menstruation (Source: SickleCell.com)

o Sickle Cell Information for Teachers, Students, and Employers (Source: Sickle Cell Info
Network)
o Sickle Cell Information Center (Source: Emory School of Medicine)

o Sickle Cell and School: A Guide to School Policy and Best Practices (Source: The Parent-
to-Parent Initiative and Sickle Cell Community Consortium)_

o Sickle Cell Trait Toolkit (Source: CDC, ASH, SCDAA)

o Steps to Better Health Toolkit for People with Sickle Cell Disease (Source: CDC, ASH,
SCDAA)

0 Teens with Sickle Cell Disease (Source: Childrenjs Hospital of Pittsburgh)
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https://stacks.cdc.gov/view/cdc/112324
https://stacks.cdc.gov/view/cdc/112324
https://bethematch.org/patients-and-families/support-for-you-and-your-family/one-on-one-support/counseling-services/
https://cayennewellness.org/mental-health-and-wellness-services/
https://www.edumed.org/resources/college-with-a-chronic-health-condition/#:~:text=Student-specific%20ways%20to%20manage%20this%20condition%201%20Learn,professors%20know%20where%20your%20epinephrine%20auto-injector%20is%20kept.
https://media.chop.edu/data/files/pdfs/hydration-scd.pdf
https://scinfo.org/wp-content/uploads/2015/02/Sickle-Cell-Diet-and-Nutrition.ppt
http://sickleoptions.org/en_US/decision-making-steps/sickle-cell-disease-and-supportive-care/psychosocial/education/
https://sickcells.org/faces-of-scd/
https://media.chop.edu/data/files/pdfs/understanding-scd-classroom.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://marylandpublicschools.org/about/Documents/DSFSS/SSSP/SHS/SHSGuidelines/SickleCellDiseaseGuidelines.pdf
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-acute-pain.html
https://www.cdc.gov/ncbddd/sicklecell/betterhealthtoolkit/managing-chronic-pain.html
https://www.sc101.org/mens-health-and-sickle-cell-disease/
https://services.aap.org/en/patient-care/mental-health-initiatives/mental-health-resources-for-families/
https://view.officeapps.