

	
Appendix 3
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Multid

inary Transfer Summary

This document should be completed by the multidisciplinary team, led by the Paediatric Neurologist,
and shared with the Adult Neurologist

Date completed: | Date revised:

From completed by: |

Contact Information

Patient name: Insurance number:

Date of birth: Preferred language:
Address:

Phone (mobile): Phone (home): |
Email: Best time to reach: |
Best way to reach (delete as applicable): | __ Text/ Phone (home) / Phone (mobile) / Email
Patient’s emergency . " .
contact: Relationship to patient
Phone (mobile): | Phone (home):

HCPs emergency -

o e Phone (mobile):

Power of attorney
Parent / caregiver / guardian or power of attorney for | Yes / No
healtheare (delete as applicable): (if yes provide details below)

Special information
Is there any special information the patient or the family would like healthcare professionals to
know? Examples might include details of advance directives or special assistance

Relevant family details: Examples might include siblings’ status or social economic status

Medical Providers

Paediatric Neurolog
Phone (mobile) Home (Office):
Emai

Healthcare provider:

General Practitioner Name: |

Phone (mobile) [ [ Email [
Physiotherapist Name: [
Phone (mobile) | [ Email [
Other (please state) Name: |
Phone (mobile) | [ Email [
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School or work information

school Contact person Phone email

Work Contact person Phone email

Other important contacts
Include case manager, education consultants, benefit coordinators and advocacy organisations

Organisation Contact person Phone email

Disease description

Primary Diagnosis Duchenne muscular dystrophy (DMD)

Genetic results

Name of gene

Description of the genetic alteration
.. XY exon deletion / duplication, c. xox. Z-R

Is the mutation de novo or inherited (delete as applicable): | de novo / inherited

‘Are any other family members affected?
If so, please provide details below:
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Please list all the prescriptions and over the counter medication that the patient is taking

Medications Dose Frequency

Are there any medications that have been discontinued?
Please include the reason for the discontinuation

Medication Reason for the discontinuation

Please describe any supplements, special dietary needs, or other treatments the patient needs

Description Details

Safety

Is the patient allergic to any medications?

Medication How does the patient react?

Does the patient have any food or environmental allergies?

Allergy How does the patient react?

Corticosteroid use, chronic (delete as applicable): Yes / No

Stress dose coverage plan: Sedation risk”

 Avoid analgesics or sedatives that may reduce respiratory drive, unless beathing is supported (with BIPAP or other support). Avoid
inhaled anaesthesi, which can cause adverse effects in patients with DMD
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Fall or transfer precautions:
Please detail below

Educational activities conducted to date:
Please detail how successful the patients educational activities were and if any further action is
required

Clinical trials
Please detail any clinical trials the patient is currently participating in

Please detail any clinical trials the patient has previously participated in, but is no longer a part
of. If relevant, please include reasons for trial discontinuation
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Medical history
Baseline vital signs and measures

Height Weight: Heart Respiration Blood
rate rate: pressure
Date measurements taken: |
Secondary diagnosis (check all that apply)
Orthopaedic/musculoskeletal Cardiac
[ Contractures, multiple joints [ Cardiomyopathy
[0 Immobility, loss of ambulation [ Heart Failure
[ Osteoporosis [ Tachycardia, sinus
[ Scoliosis — Surgically fused? Yes / No
[] Vertebral/compression fractures
Respiratory* Neurology/psychology
[ BiPAP dependent [ Anxiety disorder
[ Chronic respiratory failure O Autism
[ Ineffective airway clearance [ Learning disability
[ Obstructive sleep apnoea Please specify:
[ Restrictive lung disease [ Obsessive-compulsive disorder
[ Ventilator dependent via tracheostomy [ Other
Please specify:

Gastrointestinal and genitourinary
[ Constipation

Gastroparesis? Yes / No
[ GERD
[ Kidney stones, recurrent
[ Nutritional concerns

Gastrostomy tube? Yes / No

Assistance with eating or drinking? Yes / No
[ Urinary frequency, urgency, hesitancy

‘Additional diagnoses not listed above
[ Delayed puberty
[ Cataract
O Right. [ Left
[ Other
Please specify:

suctioning, due to muscle weakness.
BIPAP: bievel positive airway pressure
GERD: gastroesophagea reflux dsorder

“CAUTION: oxygenation should be accompanied by adequate ventiation. Arway clearance requires coug-assist device, ollowed by,

Current functional status

Patients’ ambulatory status:

6-minute walk test (SMWT)

Most recent 6MWT results
Please state date assessment was conducted

Previous 6MWT results
Please state date assessment was conducted

Please state the date of loss of ambulation
f patient has lost ambulation

Page 50f 10





image6.png
North Star Ambulatory Assessment (NSAA)

Most recent assessment results_| Previous assessment results

Date of assessment:

Total score out of 34

Does the patient suffer from scoliosis (delete as applicable): | Yes /No
Cobb Angle:
Note: please include the patients most recent X-rays with this document

Revised Upper Limb Module (RULM)

Most recent assessment results | Previous assessment results

Date of assessment:

Total score out of 38

Please enter any other comments or observations below:

Patients most recent quality of life assessment
For example, SF-36

Date of assessment:

Type of assessment conducted:

Please detail assessment results below:
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Pulmonary function status

Pulmonary Function Test (PFT)
measures

Most recent assessment
results

Previous assessment results

Date of assessment:

Forced vital capacity (FVC)

Forced expiratory volume (FEV)

Resting oxygen saturation (spOz)

Partial pressure of CO, (pCO,)

Other (please state)

Cardiac status

Test Date

Result

Blood pressure

ECG

Echocardiogram

Cardiac MRI

Most recent assessment results

Previous assessment results

Date:

Left ventricle ED
volume index

Left ventricle ES
volume index

Left ventricle
cardiac output
index

Left ventricular
ejection fraction

Right ventricle ED.
volume index

Right ventricle ES
volume index

Right ventricle
cardiac output
index

Right ventricular
ejection fraction

Please enter any other comments or observations below:
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Endocrinological status

Test

Date of test

Result

Testosterone level

Cortisol

DEXA scan

Please enter any other comments or observations below:

Neuropsychological status
Please enter any comments or observations below:
For example anxiety, depression, IQ or autistic features

Gastroenterology status
Please enter any comments or observations below:

Social worker comments
Please enter any comments or observations below:
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Vaccination history

Vaccine N Route of

. Batch Site of P
Dategiven | product & number | vaccination | Yaccination
Manufacturer (body site)

Dosage

Indication

Healthcare providers, agencies, and equipment supplier:
Please detail all providers involved in prescribing, ordering, or assisting with equipment, as well as care
coordinators and social workers

s

Provider/contact

Speciality

Clinic/Hospital/location

Phone

email

Primary care

Neuromuscular

Pulmonary

Cardiology

Physical therapy

Psychiatrist/psychologist

Case worker/social
worker

Home healthcare
agency

Durable medical
equipment

Orthotics

Other (please state):
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Equipment. Orthotics, assistive technology supplies
List type, brand, size and weight, if available

DCWheelchair or other power | ] Stander [ Orthotic devices
‘mobility Type: Type:
Type: Used hours/day Year purchased:
Year Purchased: Used hours/day
Used [ day (] night
] BiPAP [] CPAP (choose one) | LISip/puff (mouthpiece) [ Tracheostomy with
Type: ventilation ventilation
Interface e.g. mask: Used [ day [] night Tracheostomy type:
Used hours/day Frequency of tubing changes: | Vent type:
Used [ day [] night Used [ day [] night
Frequency of tubing changes: | Settings: Frequency of tubing changes:
Settings: Settings:
[ Suction machine and [ Nebuliser [ Oxygen and tubing
catheters cough assist device
Settings:
[ Gastrostomy [ Oximeter ] Communication device
Parameters:

[Supplemental nutrition
Formula:

[ Life/transfer equipment

Document ends
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