






























PRIMARY CARE

PRIMARY CARE

This section includes your child's primary care records
and general health information.

Keeping records together by provider makes it easier to prepare for
appointments, share information with new care teams, and quickly

locate important documents when they're needed most.

Within each specialty, file the newest records at the front
so the most current information is always easy to find.



PRIMARY CARE
Specialty Profile
This page provides an enduring overview of your child's primary care.
Update only when information changes significantly.

CARE TEAM HEALTH INFORMATION

ONGOING CARE & SERVICES MEDICAL EQUIPMENT / SUPPORTS

BASELINE HEALTH STATUS ALLERGIES / PRECAUTIONS

LONG-TERM CARE GOALS IMPORTANT PERMANENT NOTES

Primary Care Provider

Clinic / Practice

Phone

Care Coordinator

Phone

Clinic Website

Primary Diagnosis

Other Diagnoses

Date of Birth

Primary Pharmacy

Immunizations Current Yes No

Preferred Hospital

Services currently part of ongoing care:

Routine Wellness Visits

Vaccinations

Care Coordination

School / Work Forms

Nutrition / Dietetics

Mental Health Support

Social Work / Case Management

Other

Equipment currently used:

Power Wheelchair

Manual Wheelchair

Cough Assist

BiPAP / Ventilator

Lift / Hoyer Lift

Shower Chair / Commode

Communication Device

Other

Current baseline (check all that apply):

Stable overall health

Needs help with daily activities

Uses wheelchair

Receives home supports

Has respiratory support

Has cardiac monitoring

Has swallowing concerns

Has chronic pain / fatigue

Our long-term goals for care: Important information every provider should know:

WHY THIS MATTERS
This profile gives any provider a quick understanding of your child's
primary care needs at a glance, no matter when or where care is provided.



PRIMARY CARE
Visit Summary
Keep a summary of each visit to track care, recommendations, and next steps.
File visit summaries in chronological order with the newest at the front.

VISIT INFORMATION

Visit Date

Provider

Clinic / Location

Visit Type

Routine Follow-Up New Patient Annual Wellness

Other

Next Visit Date

VISIT SUMMARY

Reason for Visit

Summary of Visit / Findings

Recommendations / Plan

Orders / Referrals / Tests

Medications / Treatment Changes

Keep the newest records at the front.









































































































DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

♥ Caregiver Quick Reference
Essential information for anyone caring for my child.

ABOUT MY CHILD
Preferred Name

Date of Birth

Pronouns (if applicable)

Communication Preferences

BASIC INFORMATION
Weight lbs / kg

Wheelchair: Yes No

Mobility Level

Allergies / Sensitivities

PRIMARY MEDICAL INFORMATION
Primary Diagnosis

Neuromuscular Clinic

Primary Physician

Specialist(s)

Insurance Company

Policy / Member ID

IMPORTANT MEDICATIONS

See Medication List for complete details.

EMERGENCY CONTACTS (If parent/guardian cannot be reached)
Parent / Guardian 1 Phone

Parent / Guardian 2 Phone

Backup Emergency Contact Phone

Relationship to Child

THINGS OUR CHILD WANTS YOU TO KNOW
Preferences, comforts, and other important information.

If you are ever unsure about what to do,
call a parent or guardian. They are your best resource and want you to feel confident.
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

☎ Emergency Contacts
Important numbers to call in any situation.

IMMEDIATE EMERGENCY

Local Emergency Number (e.g., 911 / 999 / 112)

NOTES

MEDICAL TEAM CONTACT NAME DAY PHONE AFTER-HOURS PHONE NOTES

Neuromuscular Specialist

Primary Care Physician

Primary Care After-Hours

Cardiologist

Pulmonologist

Home Health Agency

PHARMACY PHONE NOTES

Local Pharmacy

Specialty Pharmacy

24-Hour Pharmacy (if different)

POISON & MEDICATION SAFETY PHONE

Poison Control

Pharmacy Help Line

Medication Manufacturer

Nurse Line (if applicable)

FAMILY CONTACTS PHONE

Parent / Guardian 1

Parent / Guardian 2

Backup Emergency Contact

Neighbor

Grandparent / Relative

EQUIPMENT SUPPORT PHONE NOTES

Wheelchair Vendor / Service

Respiratory Equipment Company

Medical Equipment Company

IF YOU CALL EMERGENCY SERVICES, PLEASE ALSO:

Bring the Care Binder Bring medications Notify neuromuscular clinic if admitted

Bring charger for power wheelchair Notify parent / guardian Other ____________
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

■ Daily Care Routine
Follow our child’s typical routine. Adjust as needed.

■
MORNING

TIME TASK / ROUTINE / NOTES

■
AFTERNOON

TIME TASK / ROUTINE / NOTES

■
EVENING

TIME TASK / ROUTINE / NOTES

■
BEDTIME

TIME TASK / ROUTINE / NOTES

ADDITIONAL ROUTINES / NOTES (weekends, school days, therapies, activities, etc.)
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

■ Transfer & Mobility Guide
Important information for safe transfers and mobility.

MOBILITY OVERVIEW
Walking Ability

Wheelchair Use Full-Time Part-Time For Distance

Power Chair Yes No Independent Driving Yes No

Transfer Assistance Needed None Some Full Assistance

Best Transfer Side

Weight-Bearing Restrictions

TRANSFERS

Transfer Methods That Work Best:

Do NOT:

LIFT / ASSISTIVE DEVICES

Type Used

Brand / Model

Location

Sling Type / Size

Notes

FALL PRECAUTIONS PRESSURE RELIEF

Schedule / Frequency

Method

Notes

OTHER IMPORTANT NOTES
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

■ Equipment Guide
Keep details about all equipment, how to use it, and key contacts.

EQUIPMENT PURPOSE / USE HOW TO USE /
SETTINGS

CLEANING / CARE COMPANY /
CONTACT INFO

NOTES

Power
Wheelchair

Cough
Assist

BiPAP /
CPAP

Hospital
Bed

Hoyer Lift

Shower
Chair

Standing
Frame

Other
______
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

♥ Things We Do Differently
Helpful tips and important things every caregiver should know.

OUR CHILD LIKES

OUR CHILD DISLIKES / TRIGGERS

COMMUNICATION TIPS

IMPORTANT THINGS YOU MUST KNOW

ADDITIONAL NOTES
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

■ Caregiver Notes / Shift Report
Use one page per shift or caregiving period.

DATE DAY OF WEEK SHIFT Morning Afternoon Evening Overnight

CAREGIVER NAME ARRIVAL TIME DEPARTURE TIME

MEDICATIONS
Medications Given (include time):

/

/

/

/

/

Medications Missed / Not Given:

ACTIVITIES / CARE PROVIDED

ELIMINATION
Toileting / Diaper Changes

Notes

MEALS / SNACKS
Breakfast

Lunch

Dinner

Snacks

Hydration Notes

ANY CONCERNS / CHANGES / QUESTIONS
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DMD PATHWAYS
Empowering Families. Advancing Care. Inspiring Hope.

SECTION 6

CAREGIVERS

■ Document & Equipment Storage Checklist
Keep important paperwork and manuals together in this section.

PAPERWORK TO STORE BEHIND THIS SECTION

Equipment manuals

Warranty information

Equipment prescriptions / orders

Vendor contact information

Training materials

Home modification records

Therapy / PT / OT instructions

Care plans / routines

Transfer training notes

Other ____________

Other ____________

NOTES

TIP: Keep all equipment manuals, warranties, and important documents behind the

Equipment Guide page for quick access.
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SECTION 7

RESOURCES & SUPPORT

This section helps you organize financial
assistance, programs, organizations, and people
who support your child and your family.

Store and track information such as:

Benefits and grants

Applications, awards, and renewals

Important contacts and community support

Ideas about future resources and opportunities

Legal and planning documents

Together, we navigate today     for a stronger tomorrow.



SECTION 7
RESOURCES & SUPPORT

i HOW TO USE THIS SECTION
A simple guide to organizing resources and support.

Together, we navigate today for a stronger tomorrow. Page 2 of 8

1 Start with the Overview page.
Use it to see everything at a glance and keep track of key programs.

2 Create a Benefit & Grant Record
for each benefit or grant and file all related documents behind that page.

3 Use the Applications & Renewals page
to track renewal dates, deadlines, awards, and current status.

4 Capture new ideas on the Future Resources page
so you do not forget opportunities to explore.

5 Record everyone who supports your family
on the My Support Network page.

6 Store legal and planning documents behind the
Legal & Planning Documents page for easy access.

You don't have to do everything at once.
Take it one page at a time — you are in this together.



SECTION 7
RESOURCES & SUPPORT

R Resources & Support Overview
A snapshot of the programs and support we use.
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Program / Benefit Purpose / What It Covers Who Provides It Renewal / Review Date Status Contact Notes

KEY STATUS OPTIONS

Active Pending Approved Denied Missing Info Expired Not Applicable

IMPORTANT NOTES / REMINDERS



SECTION 7
RESOURCES & SUPPORT

£ Benefit & Grant Record
One page per benefit or grant.
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Program / Grant Name

Purpose / What It Supports

Organization / Provider

Amount Requested Amount Awarded

Date Applied Date Approved / Awarded

Status (check one): Pending Approved Denied Waitlisted Expired

Renewal Required? Yes No Renewal Date

Contact Person

Phone / Email

Notes / Next Steps

File all documents related to this program/grant behind this page.



SECTION 7
RESOURCES & SUPPORT

↻ Applications & Renewals
Track applications, renewals, and important deadlines.
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Program / Benefit Application Submitted Renewal Due Date Current Status Documents Needed Notes

STATUS OPTIONS

In Progress Submitted Under Review Approved

Denied Active Expired Waiting List



SECTION 7
RESOURCES & SUPPORT

? Future Resources
Ideas and opportunities we want to explore or apply for.
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Idea / Opportunity Source / How We Heard About It Website / Next Step Deadline Priority Date Added

NOTES



SECTION 7
RESOURCES & SUPPORT

N My Support Network
Organizations and people who are part of our support network.
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Organization / Person Contact Person Role / How They Help Phone / Email Notes Follow-Up

Use additional pages as needed.

This can include organizations, support groups, parent mentors, social workers,

faith communities, respite programs, equipment loan programs, advocacy groups,

schools, therapists, and more.



SECTION 7
RESOURCES & SUPPORT

L Legal & Planning Documents
Important legal, financial, and planning documents for our family.
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STORE DOCUMENTS BEHIND THIS PAGE

Special Needs Trust Documents

Guardianship / Conservatorship

Power of Attorney (Medical)

Power of Attorney (Financial)

Wills

Estate Planning Documents

ABLE Account Documents

Trust Updates

Legal Correspondence

Other Legal / Planning Documents

Other ____________

KEY CONTACTS

Estate Attorney Phone

Financial Advisor Phone

Trust Administrator Phone

Accountant Phone

Insurance Agent Phone

Other Phone

NOTES





DMDPATHWAYS
Empowering Families. Advancing Care. Inspiring Hope. SECTION 8

OPTIONAL TRACKING & NOTES

Blank Notes
Use this space for notes, ideas, reminders, or anything�that is important to your family.

Topic / Subject: Date:

Together, we navigate today for a stronger tomorrow. Page 1 of 6



DMDPATHWAYS
Empowering Families. Advancing Care. Inspiring Hope. SECTION 8

OPTIONAL TRACKING & NOTES

Blank Tracker / Log
Use this table to track anything that is important�to your family.

Column 1 Column 2 Column 3 Column 4 Column 5

You can customize the column headings to fit what you are tracking.
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DMDPATHWAYS
Empowering Families. Advancing Care. Inspiring Hope. SECTION 8

OPTIONAL TRACKING & NOTES

Symptom / Observation Log
Use this page to keep track of symptoms, changes,�or concerns to share with your care team.

Date Observation / Symptom When / How
It Occurred

What Helped /
Intervention

Follow-Up /
Notes
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DMDPATHWAYS
Empowering Families. Advancing Care. Inspiring Hope. SECTION 8

OPTIONAL TRACKING & NOTES

Travel & Overnight�Packing Checklist
Use this checklist to make sure nothing important is left behind.
Travel & Overnight
Packing Checklist
Use this checklist to make sure nothing important is left behind.

MEDICAL & EQUIPMENT DAILY LIVING & COMFORT

Medications (enough for entire trip + extra)

As-needed medications

Feeding / nutrition supplies

Ventilator / Cough Assist supplies

Power wheelchair & charger

Backup equipment / batteries

Medical supplies (catheters, syringes, etc.)

Emergency medication plan

Insurance cards

Care Binder

Clothing (including weather-appropriate)

Toiletries

Chargers (phone, tablet, devices)

Entertainment (books, games, tablet)

Comfort items / favorites

Snacks / special foods

Water bottle

Cash / payment cards

Important phone numbers

Any other must-haves

OTHER ESSENTIALS NOTES
_______________________________

_______________________________

_______________________________

_______________________________

_______________________________
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DMDPATHWAYS
Empowering Families. Advancing Care. Inspiring Hope. SECTION 8

OPTIONAL TRACKING & NOTES

H
Hospital Stay Checklist
Use this checklist when preparing for a hospital stay.

MEDICAL & EQUIPMENT PERSONAL & COMFORT

IMPORTANT DOCUMENTS NOTES / OTHER

Medications (labeled, current list)

As-needed medications

Feeding / nutrition supplies

Ventilator / Cough Assist supplies

Suction supplies

Power wheelchair & charger

Back-up equipment / batteries

Medical supplies

Emergency plan / orders

Care Binder

Clothing & pajamas

Toiletries

Comfort items / favorites

Entertainment (tablet, books, games)

Blankets / pillow

Noise-canceling headphones

Snacks / special foods

Water bottle / cup

Cash / payment cards

Phone & charger

Insurance cards

ID

Advance directives (if applicable)

Guardianship / POA documents

List of allergies

Current medication list

___________________________

___________________________

___________________________

___________________________

___________________________

___________________________
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