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Feeding COP sessions:

e We are excited to have a collaborative and interactive
meeting — please join in, speak up, ask questions, comment -
this COP is for everyone across the province to connect and
learn together!

Please have your cameras on, especially in the breakout
rooms as this facilitates interaction and communication

Please reflect on your own area of practice and programs
and how the content applies to you

We encourage healthy debate, an open mind and
recognition that people take different approaches to their
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Our work takes place on historical and contemporary Indigenous lands, including
the territories of Treaty 6, Treaty 7 & Treaty 8 and the homeland of the Métis

Nation of Alberta and 8 Metis Settlements. We also acknowledge the many
Indigenous communities that have been forged in urban centres across Alberta.
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Tube Weaning - ACH

* One of the top priorities of parents from
the PEAS collaborative

» Ongoing goal of feeding teams across
the site and province

» Developed a pilot project to wean
patients (G-tube/NG) using a defined
care pathway

* Projectteam — RDs, SLPs, OTs, peer
mentors, MD, clinical leaders, managers

What is tube weaning?

» A process where a child’s
enteral feeds decrease and
oral intake increases over time
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What does the research
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 Looked at 12 studies, n=725 pts total

* Reviewed Models For Weaning
Children Off Enteral Nutrition: Rapid
Evidence Report (PEAS 2022)

» Spoke to a number of programs
around the world
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Research

* Wean time varies

* Mostly 80-90% success rate

* Minimal weight loss (<10%) in
the short term, no impact long
term

* Inpatient, outpatient and virtual
* Follow up intervals vary
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ACH Project
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ACH Project

Goals of Pilot

10 patients, no budget
How much staffing needed?
3 months

How many appointments needed —
avg per pt? Booked vs. phone/email

Demedicalize feeding while weaning
Wean from tube partially vs. fully
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Tube Weaning Pilot Project

Inclusion Criteria

Under 5 years of age * Parents can commit to
Medically stable schedule of appointments
* Parents are able to have

Will self-feed or accept being family meals with Chilld and
fed follow recommendations

from feeding therapists

Safe swallow

Will touch food and tolerate
being messy

Parents are ready to wean
from the tube feed

September 27, 2023

Tube Weaning Pilot Project

Exclusion Criteria

Over 5 years of age with ASD and this approach)
Swallow is not safe ¢ Medical instability

Parents not ready/not * NPO- not accepting
comfortable with decreasing  tastes/oral aversion, not
feeds accepting items near

Parent-child relationship/do  face/mouth/touching;
we need to work on building

trust/reading

cues/respecting cues

ASD (currently haven’t found

any research on patients

September 27, 2023
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Tube Weaning Pilot Project

Weaning Team

« Pt and family

* Feeding therapist — OT/SLP
*RD

* Peer Mentor

* SW & MD as needed
 Booking clerk
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Tube Weaning Pilot Project

Introductory Appointment

* Describe program

* Go through family readiness
assessment (FRA)

« Assign a peer mentor

September 27, 2023

Family Readiness Assessment

Checkistfor Parents

Farmit Readiness Assessment

FAMILY READINESS

We ars ready o partcipae and make necessary changes

We have ime fo commit o regular weekly o bieeky ollw-up o the ube wean fime period (2 feast 48 weeks)
We can ofe small amourds of et textures, avours and food goups

We knaw thal ood wasle vl oocur and s part cf the process (food play)

W can have consistent dally rouines wih eeding (3 meals, 23 snacks daly)

of respansiilty and respon n it

We kncw il cur hi's weigh vl plentally decrease cver the course of he e wean

OoOoOooOooooOoano
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peer mentar wil |
e s optonal and can be based upon our needs 2 @ iy

[m]

e know

& Ourchi may not comgiete e fube wean n e 48 weelk i frame
o e ube may ness 1 be reimated

o Some chiien nsed o e o i than one atempt

& four chids medcal statis changes, e ube wean may need ¥ sop

September 27, 2023




Tube Weaning Pilot Project

Introductory Appointment

* Discuss division of responsibility
in feeding and responsive
feeding

» Send “Feeding Toddlers and
Young Children” and Family
Readiness Assessment to family

September 27, 2023
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Tube Weaning Pilot Project

Program
 Scheduled for 8 weeks of
appointments

» 2 x week for the first two
weeks (in person and Zoom)

» 1 x week for the remaining 6
* Peer mentor calls as needed

September 27, 2023
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Ready to Wean Checklist

agrees pt is medically stable
eviewed and can be given orally

of sate swallow

tian on therapios and education

L Child will self feed or accept being fed
©1 Child can tolerate being messy/touching food
£ Family readiness tool has been reviewad with family

PEER MENTOR
n ily has been told aboul the purpose and benefits of peer mentors.

ssed onlo the pear mentor

o the wenn boginning been ot up (if possible with pear mentor

9/27/2023




Tube Weaning Pilot Project

Program

* Drop feeds by 20% at the first
appointment

* Drop by 10-20% each
appointment after that

* Drop water flushes as you go

September 27, 2023
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Tube Weaning Pilot Project

Program

* Usually do a feeding
observation/review at each
appointment

* Discuss intake changes since
previous appointment

* Ask about outputs

Tube Weaning Pilot Project

Program

» Weigh patient weekly, expect
weight loss (up to 10%)

 Parents monitor for
constipation and signs of
dehydration

21
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Results

* 9 patients so far

* 7 patients are off the tube (1
still in progress, 1 got C. Diff)

» Avg weight loss = 3.5%

» Some pts gained weight the
whole time, others lost the full
10%




Number of Days from Start of Wean to Not Using the Tube

7 This patient stopped tube feeding at his first appointment

September 27, 2023

25

Results

* Parents don'’t track fluid intake
but watch for urine output and
signs of dehydration

« All patients started drinking
water along with other
beverages
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Results

* Constipation fairly common
during initial phase of wean
but mild

» Most patients already on
Restoralax when wean starts

* Reflux symptoms and
vomiting stopped almost
Limmediately.......o

September 27, 2023
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* ~half of patients still need
feeding therapy after the
wean is complete to progress
textures

« Still need long term growth
data (first patient has only
been off for four months)

September 27, 2023
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Themes for discussion

Challenges/themes — OT/SLP

(Facilitator— Louise Mills)

» What if the child won'’t drink?

» What kind of feeding skills are
needed to start a wean?

* How do you progress with lack of
experience?

» What if the child doesn’t want to eat
purees?

o= SNits NOt SWallOWSP e

September 92023
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Challenges/themes — RD

Facilitator — Sarah McKenna

* Weight loss is stressful for families

 Lack of control over intake when
used to measure EVERYTHING!

» Hard for families to follow DOR
* Processed foods

September 27, 2023

Challenges/themes — parent
perspective

Facilitator — Pam Thomson-Kai

*  Who are your
people? Family and
peer supports

*  When your child is
not a tube fed child
anymore....

* What does peer
mentorship look like?

* Family engagement -
setting boundaries

September 27, 2023

» What experience do other
teams have?

» What long term supports

need to be in place?

» What comes next? ACH pilot
program and in YOUR area?

September 26th 2023
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