EMERGENCY PAIN CRISIS & HOSPITAL
PREPAREDNESS KIT

Rising Above the Pain, Inspiring Through the Journey

Empowering, supporting, and bringing hope to those living with sickle cell disease. You are not alone. Dedicated to amplifying the
voices of warriors, fostering deep understanding, and providing a safe space where strength meets support. Every story matters.

A Comprehensive Clinical & Spiritual Field Guide: An acute vaso-occlusive crisis (VOC) requires rapid medical
intervention, emotional composure, and structured clinical advocacy. This comprehensive 5-page preparedness
toolkit is designed to bridge the critical gap between early home management, emergency department triage,
inpatient advocacy, and post-discharge recovery.

1. Assembling Your Comprehensive Emergency "Go-Bag"

When an acute vaso-occlusive crisis escalates, preparation eliminates delay. Keep a pre-packed, waterproof travel
bag near your exit or vehicle containing these essential tools tailored for extended hospital stays:

A. Warmth, Circulation & Microclimate Control
» Thermal Layering Systems: Pack heavy fleece blankets, thick wool/thermal socks, compression gloves, and
loose cotton hoodies. Cold hospital HVAC systems trigger peripheral vasoconstriction, worsening sickling.
« Controlled Heating Devices: Electric heating pads or air-activated heat wraps (avoid placing hot packs directly
on bare, sensation-impaired skin).

B. Targeted Hydration & Cellular Flushing

* Insulated Thermal Water Flask: Keeps warm or room-temperature liquids accessible (cold fluids can trigger
esophageal vascular spasms).

« Oral Rehydration Solutions (ORS): Pre-measured electrolyte powders rich in sodium, potassium, and
magnesium to enhance cellular hydration and blood volume expansion.

C. Vital Health Documentation & Administrative Folder

» Waterproof Document Binder: Houses government photo ID, health insurance cards, hospital clinic badge,
hematologist contact sheet, and medical advance directives.

* Printed Individualized Treatment Protocol: NHLBI (National Heart, Lung, and Blood Institute) emergency
management guidelines or your personalized emergency protocol letter signed by your hematologist.
D. Comfort, Hygiene & Sensory Regulation
« Electronics & Communication: 10-foot braided charging cords, high-capacity power bank, noise-canceling
headphones, and eye covers to manage bright ER lighting.

» Personal Hygiene Kit: Unscented moisturizer (to combat hospital dry air), lip balm, travel toothbrush, unscented
body wipes, and satin bonnet/pillowcase.
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2. Comprehensive Individualized Health Summary & Baseline Tracker

Presenting this completed sheet to triage staff eliminates guesswork, prevents dangerous over-medication or under-
treatment, and ensures medical teams quickly recognize your baseline status.

Patient Profile & Key Demographics

Warrior Full Name: Date of Birth:

Blood Type & Phenotype: Sickle Cell Genotype: *(e.g., HbSS, HbSC, HbS-Thal)*
Primary Hematologist: Clinic / Hospital:

Office Phone: After-Hours On-Call:

Primary Emergency Contact: Relationship & Phone:

Clinical Baselines & Laboratory Markers

Baseline Hemoglobin (Hb): __ g/dL Baseline Hematocrit (Hct): ___ %
Baseline Reticulocyte Count: __ % Baseline Oxygen Saturation (Sp02): %
Baseline Chronic Pain Score (0-10): Venous Access Profile: *(Port / PICC / Hard Stick)*

Current Maintenance Medications & Therapies

Disease-Modifying Agents: *(e.g., Hydroxyurea, L-Glutamine, Crizanlizumab, Voxelotor)*

Daily Maintenance Rx & Supplements: *(Folic Acid, Penicillin VK, Pain Maintenance)*

Documented Medication Allergies & Adverse Reactions:

Individualized Emergency Analgesic Protocol (As Directed by Hematologist)

First-Line IV Analgesic: Effective Initial Dose:

Dosing Interval: Every minutes Adjuvant Medications: *(Antihistamines/Anti-emetics)*

3. Master Medical Advocacy & Triage Communication Scripts

Experiencing acute, overwhelming pain makes verbal communication taxing. Use these standardized, clinical-grade
statements to clearly state your medical needs during emergency room intake:

Scenario A: Triage Desk Arrival & Rapid Assessment

"l am experiencing an acute Sickle Cell Vaso-Occlusive Crisis (VOC). My chronic baseline pain is [X/10], but my
current crisis pain is at [X/10] in my [location]. Per NHLBI guidelines, acute sickle cell pain requires rapid IV analgesic
administration within 30 to 60 minutes of arrival. | need my hematologist-approved emergency protocol initiated
immediately.”

Scenario B: Suspected Acute Chest Syndrome (ACS) Warning
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"l am experiencing new-onset chest pain, shortness of breath, and a cough. Because | have sickle cell disease, these
are cardinal signs of Acute Chest Syndrome—a medical emergency. | require an immediate chest X-ray, arterial
oxygen monitoring, and evaluation by the attending physician."
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3. Medical Advocacy & Triage Scripts (Continued)

Scenario C: Addressing Opioid Stigma or Pain Presentation Misconceptions

"Sickle cell pain is caused by microvascular occlusion and ongoing tissue ischemia. Due to living with severe chronic
pain, my physiological signs (heart rate and blood pressure) or outward demeanor may appear stable despite severe
internal tissue injury. | am requesting my standardized pain protocol as prescribed by my hematology team.”

Scenario D: Requesting Specialized Vascular Access (Hard Sticks)

"Due to frequent venous cannulation, my superficial veins are severely scarred. Repeated blind IV attempts trigger
severe stress and reflex vasoconstriction. | am requesting a dedicated vascular access nurse or ultrasound-guided IV
placement to minimize delay and trauma.”

Advocacy Tip: If you face delays or resistance, calmly ask to speak with the Nursing Supervisor, Patient Advocate,
or ask the ER physician to place a direct phone call to your On-Call Hematologist.

4. Spiritual Warfare Strategies & Mind-Body Regulation Protocols
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Severe pain activates the sympathetic nervous system, increasing cortisol, adrenaline, and systemic vascular
resistance. Combining spiritual warfare with neuro-respiratory regulation helps lower stress hormones and calm the
body:

A. Scripture Anchors & Targeted Prayers for Clinical Settings

"God is our refuge and strength, an ever-present help in trouble.” — Psalm 46:1
Prayer for Deep Calm in Triage: "Heavenly Father, You are my immediate fortress. As pain surges through my body,

anchor my mind in Your unwavering strength. Silence every spirit of fear and panic, and steady my heart while | wait
for medical care."

"Peace | leave with you; my peace | give you. | do not give to you as the world gives. Do not let your
hearts be troubled and do not be afraid.” — John 14:27
Prayer for the Attending Medical Team: "Lord Jesus, divine Physician, grant wisdom, clarity, and empathy to every

doctor, nurse, and technician treating me today. Remove all bias and guide their hands to administer swift, life-saving
care."

"He sent out his word and healed them; he rescued them from the grave."” — Psalm 107:20

Prayer for Vascular Restoration & Microvascular Flow: "Lord, send Your healing Word into my bloodstream right
now. Speak order over my vascular system, reduce cellular inflammation, and restore free-flowing life through every
capillary and organ."

B. Evidence-Based Neuro-Respiratory Regulation (The 4-7-8 Breathing Technique)

Practice this technique during acute pain spikes to stimulate the vagus nerve and slow heart rate:

* Inhale (4 Seconds): Inhale quietly through your nose, expanding your diaphragm.
* Hold (7 Seconds): Hold your breath gently without straining.

» Exhale (8 Seconds): Exhale completely through pursed lips with a soft "whoosh" sound. Repeat 4 cycles.
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5. Inpatient Care, Daily Advocacy & Discharge Readiness

If your crisis requires inpatient admission, active management ensures smooth medical care and prevents
premature discharge complications:

A. Daily Inpatient Care Checkpoints
* Morning Physician Rounds: Keep a notepad by your bedside. Write down daily lab results (Hb, Retic count,
WBC), oxygen requirements, and proposed medication adjustments before doctors round.

* Incentive Spirometry Protocol: Perform 10 deep breaths into your incentive spirometer every hour while
awake. This simple exercise is vital to expand lungs and prevent Acute Chest Syndrome.

* Fluid Balance Management: Monitor IV fluid infusion rates. Excessive hydration can lead to pulmonary edema,
while under-hydration maintains crisis sickling. Work with your team to balance intake.

» Multimodal Pain Management: Transition gradually from continuous IV boluses or PCA (Patient-Controlled
Analgesia) pumps to oral long-acting and short-acting pain medications before discharge.

B. Safe Discharge Checklist

Do not accept discharge until the following clinical criteria are met:
* Pain is successfully managed on oral medications for at least 12—24 hours.
« Vital signs (temperature, blood pressure, oxygen saturation) are stable at baseline.
* You have filled all outpatient prescriptions or verified they are ready at your pharmacy.

« A follow-up appointment with your primary hematologist is scheduled within 7 to 14 days.

6. Post-Crisis Recovery & Home Stabilization Protocol

Discharge from the hospital marks the transition to home recovery. Rebuilding physical strength and cellular
hydration requires a disciplined 72-hour routine:

Days 1-3 Post-Discharge Recovery Milestones
» Aggressive Fluid Maintenance: Drink 3 to 4 liters of room-temperature fluids daily (water, herbal teas,
electrolyte broth). Continuous hydration flushes cellular debris and prevents re-sickling.

« Strict Physical Pacing & Rest: Avoid returning to full work, academic, or domestic duties immediately. Enforce
strict bed rest and light movement to maintain circulation.

» Step-Down Analgesic Weaning: Take prescribed oral medications on a strict schedule rather than waiting for
pain to become severe, then gradually taper as baseline comfort returns.

* Nutritional & Cellular Restoration: Consume nutrient-dense meals rich in folate, iron, zinc, omega-3 fatty
acids, and antioxidants to support bone marrow erythrocyte production.

» Symptom & Recovery Journaling: Log daily energy levels, pain scores, fluid intake, and medication times to
review at your follow-up hematology visit.
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CRITICAL ALERT: WHEN TO SEEK IMMEDIATE EMERGENCY ATTENTION

Do not attempt home management if any of the following life-threatening symptoms occur. Proceed immediately to the
nearest Emergency Department or call 911:

* High Fever: Temperature exceeding 101°F (38.3°C) or severe chills (indicates potential bacterial sepsis, a medical
emergency in sickle cell disease).

* Respiratory Distress: Sudden chest pain, shortness of breath, rapid breathing, or new cough (Signs of Acute Chest
Syndrome).

* Neurological Red Flags: Sudden weakness or numbness in the face or limbs, sudden loss of vision, slurred speech,
confusion, or sudden severe headache (Signs of Stroke or Transient Ischemic Attack).

* Splenic Sequestration Signs: Sudden severe fatigue, extreme paleness, rapid heart rate, and severe pain or
swelling in the left upper abdomen (most critical in young children/infants).

* Priapism: Persistent, painful erection lasting more than 2 to 4 hours (requires urgent urological evaluation to prevent
permanent tissue damage).

» Severe Uncontrolled Pain: Pain that fails to respond to prescribed home oral pain medications within 2 hours.

\.

Community & Advocacy Resources

Grace Above The Cell is committed to walking alongside warriors and families through every stage of the journey.
Connect with our global support network for peer advocacy, educational webinars, and spiritual community support.

This resource is published by Grace Above The Cell.
Disclaimer: This document is intended solely for educational and informational purposes and does not constitute medical advice, diagnosis, or
treatment. Always consult your primary hematologist or healthcare professional regarding specific medical protocols and individualized
emergency plans.
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