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Complex care at home deluébec

Dédié a votre santé et qualité de vie... Committed to your health and quality of life... 1 1V 2l
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Isabelle St-Sauveur?, Clinical Nurse Specialist; Louise Lefebvre!, Nurse Consultant, Hema Patelt, MD on behalf of the Website Working Group
IMontreal Children’s Hospital, McGill University Health Centre;

BACKGROUND PARTNERS
* Parents strongly desire to care for their child at home +  CHU de Quebec, Université Laval
 Most parents have no prior healthcare experience e CHU Sainte-Justine, Centre hospitalier universitaire mere-enfant
 Meticulous, often complex, life-sustaining care required at home e CHUS, Centre hospitalier universitaire de Sherbrooke
* Plethora of care methods, many of which have little or no scientific support * Montreal Children’s Hospital, McGill University Health Center
* Small but important (stressful!) variations in care taught to parents ? Opereien enfEmselel
* Programme national d’assistance ventilatoire a domicile
UNIQUE CONSIDERATIONS FOR CARE AT HOME COMPARED TO HOSPITAL BASED CARE  Centre intégré universitaire de santé et de services sociaux du Centre-Ouest-de -l'ile- de -Montréal

. .. e (Centre d’expertise en santé de Sherbrook (CESS
* Basic care steps are similar BUT p (CESS)

* Fewer caregivers to provide care in the home setting (pros & cons)
* Especially to help support the child (positioning, distraction)
* Especially to assist the main caregiver with the task at hand

FUNDED BY : OPERATION ENFANT SOLEIL

METHODS
PARENTAL FEEDBACK & PREFERENCES * Collection of existing care practices
* Simple clear care instructions * Comparison of practices with identification of discrepancies in recommendations
* Practical demonstrations supported with written resource materials * Review of evidence to resolve discrepancies; consensus meeting to discuss and determine final recommendations
* Consistent information from different professionals involved in teaching homecare skills & knowledge * Parental input on web format and additional topics of interest
* Safe and effective homecare practices  Drafted care practices and illustrations; further revisions and then final validation by partners
* Translation
* Parents and caregivers are often left confused and frustrated with differing recommendations for care * Utilization and impact to be measured
 Unnecessary variation increases the risk for error * Website maintenance
OBJECTIVE RESULT
» To standardize evidence-informed and sustainable home care practices for children with medical complexity * Web-based educational tool “Complex Care At Home For Children” that is accessible and practical
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Welcome Healthcare professionals About Francais
WEBSITE FRAMEWORK
* Prepare your child, e.g., pediatric approach, positioning techniques; distraction techniques
* Prepare yourself, e.g., taking care of yourself, organizing your day
* Prepare your environment ,e.g., prevention of infection at home Frepare your child e
Prepare yourself Enteral nutrition catheterization
. Prepare your home
Care Modules: Content Example: How it works
Respiratory care An enterosto.my alloyvs gas and stools (poop) tf) pass directly from thg intestine - Wheo is this site for?
e What is i into a collection device (called an ostomy appliance or ostomy pouching system) Search l \ e
. . . dl IS |t . Parents and caregivers of children living with complex medical conditions
Peritoneal dialysis How d " y that your child wears on the abdomen. altheare provicers ey fnd fhe materials ueeful for ecucation and frain
° oW oes it wor S =al € Proviaers may nnd the matenals useiu eauca € alning
Enterostomy care : - - purposes
" * Learning Objectives [ e What will you find here?
Ente ral nUtr|t|On = \ This site is currently under construction. By accessing the site, the visito
* Ca re M EthOdS | “r ‘l' | acknowledges and accepts that the current content has not been reviewed The information and tools are provided to facilitate daily care. ensuring a safe
Pa re nte ral N Utrition PY EV e ry d ay Tl pS i and/or approved by the partner institutions, and should not be disseminated environment for the child and family
— . . The ostomy app“ance has two SpECiﬂC roles: or otherwise made available for public use. How to use this site?
|ntravenous anthIOtIC thera py ° Frequently AS ked Qu est|ons e [ A The information provided on this website is strictly provided on an “as is” B |
: , ’ , basis without warranty of any kind, whether express or implied. Parents/Caregivers
Intermittent bladder it protects the stoma and the skin around the stoma. While the visual elements shown on this website are used temporarily, and Healthcare professionals
C athete riZ ation no representation is made with respect to property rights therein, their source FI'EE]LIEI"IH}? asked quESti'DI"IS (FAQ)
and attribution shall be provided upon request 5 " ’ leme?
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Additional Resources e &
* For healthcare professionals, e.g., hospital discharge of a child with medical complexity
Unique Features Family stories

 Pediatric Approach: Anticipation, Preparation, Procedure, Recuperation
 Medical lllustrations

* Teaching checklist

* Printable

Stay connected.
Subscribe to our updates list.
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