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Method: All children aged 6–17 at Gothenburg’s pediatric CF center
were informed about the project that included two virtual meetings with
their CF clinic. The participants were all equipped with a mobile spirometer (Air Next, Nuvoair) and a digital scale. Prior (same day or three days
before) to the virtual visit the patient should have performed a spirometry, weighed themselves and sent a pre-visit report through the CF-app
Genia. The spirometry results are accessible for the clinical team though
a caregiver portal and the pre-visit reports were accessible through the
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Results: A total of 13 patients (age 6 – 17 years old) and their parents
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were performed. A correct spirometry according to ERS/ATS criteria
families undergoing screening.
Allbychildren
aged 6–17
Gothenburg’s
pediatric
CF center
wasMethod:
performed
12/13 children.
Allatparticipants
managed
to create
and
Methods: We used PDSA cycles to test and implement change ideas.
were informed
project
included
twoThe
virtual
meetings with
a pre-visitabout
reportthe
before
the that
virtual
meetings.
questionnaire
was
 was developed and included a share
1. PMDs. An educational tool for PMDs
their CF clinic.
participants
all equipped
with aand
mobile
completed
by 11The
children
and 13were
parents.
The children
their spiromparents
script,
likelihood NEWBORN
of diagnosis, and
what familiesFOR
wouldCYSTIC
expect of their
eter (AirtheNext,
Nuvoair)
digital
scale.and
Prior
(sameand
dayallorparticipants
three days
valued
virtual
meetingand
as a”very
good”
“good”
OPTIMIZING
SCREENING
visit at the NBS clinic. The tool was faxed to PMDs after initial discusbefore)
to the tovirtual
visitwith
the virtual
patient meetings.
should have
a spiromwere
positive
continue
Theperformed
virtual meeting
was
FIBROSIS IN ALABAMA: A QI PROJECT
sion
the NBS coordinator.
Additionally,
on-site H.
30-minute
educational
Pediatric
etry,
weighed
themselves
and compared
sent a pre-visit
report through
thebyCF-app
valued
as ”better”
or ”equal”
to a physical
meeting
23/24
Self,with
S.; Rutland,
S.B.; Oates,
G.R.; Gutierrez,
sessions
wereUniv
implemented,
withata Birmingham,
pre/post surveyBirmingham,
to assess knowledge
Pulmonary,
of Alabama
Genia.
The spirometry
results
accessible
theaclinical
of the participants
(children
andareparents).
To for
attend
physicalteam
visitthough
at the
and
2. Families. Prior to the appointment, the NBS coordia caregiver
portal and normally
the pre-visit
accessible
through
the
hospital
the participant
had reports
to travelwere
on average
120 km
and take
AL, satisfaction.
USA
Newborn
screening
(NBS)
for
CF
was
implemented
in
natorBackground:
contacted families
to answer
questions
and
offer
support.
A
genetic
Swedish
portal.
A digital questionnaire was sent to all partici690 barriers on the level of families, ½–1
day CF-registry
off from work
and school.
Alabama inwas
2008.
Wetoidentified
counselor
added
the teamprogram
to answer questions. A post-visit survey
pants
after they have
the survey.
Conclusion:
Thiscompleted
study indicates
that it is possible for children to
primary care
pediatricians
(PMD),
and communication
practices. This QI
assessed
knowledge,
anxiety,
and satisfaction
among families.
Results:
A total ofand
13 patients
(age 6 – 17 years
old) and their
perform
spirometry
other health-related
measurements
at parents
home.
project
addressed
these barriers
to decrease
to sweat testing,
Results:
We received
171 referrals
on time
NBS-positive
babies:improve
18 CF,
were included
in the
During were
a period
of sixtoweeks
26 virtual
visits
Children
with CF
andsurvey.
their parents
positive
continue
with virtual
the
knowledge
and
experience
of
PMDs,
and
increase
the
satisfaction
of
10 CRMS, 143 carriers. Mean days to sweat test decreased from 16 to 15
were performed.
A Gothenburg
correct spirometry
ERS/ATS
criteria
visits.
In June 2020
pediatricaccording
CF centertostarted
a prospective
families
undergoing
screening.
days
(range
1-59, median
14). 1. PMDs. The educational tool was delivered
was
performed
byincluding
12/13 children.
All participants
totocreate
and
multicenter
study
70 children
aged 5 – 17managed
in Sweden
compare
Methods:
used PDSA
to test and
implement
change ideas.
to 83%
of 171We
PMDs.
On-sitecycles
educational
sessions
were provided
at 5
share
a pre-visit
before(respiratory,
the virtual meetings.
The
questionnaire
was
the outcome
of report
CF disease
nutritional
and
quality of life)
1. PMDs.practices
An educational
tool regional
for PMDsmeeting.
was developed
and included
pediatric
and 1 AAP
Of 51 PMDs
surveyed,a
completed
by 11introducing
children and
13 parents.
before
and after
virtual
visits. The children and their parents
script,reported
likelihood
of diagnosis,
whattofamilies
of their
61%
to have
referred aand
patient
the NBSwould
clinic;expect
of them,
81%
valued the virtual meeting as ”very good” and “good” and all participants
visit at the
NBS clinic.
Thetheir
tool patient’s
was faxedexperience
to PMDs after
initialreported
discusreported
satisfaction
with
and none
were positive to continue with virtual meetings. The virtual meeting was
692
sion with the NBS
Additionally,
on-sitecorrectly
30-minute
educational
dissatisfaction.
At coordinator.
baseline, only
39% of PMDs
identified
the
valued as ”better” or ”equal” compared to a physical meeting by 23/24
sessionspredicted
were implemented,
a pre/post
assess
ACCELERATED
IMPLEMENTATION
OFaAphysical
VIRTUAL
median
survival forwith
people
with CFsurvey
in the to
US,
29% knowledge
the carrier
of the participants (children
and parents). To attend
visit at the
and
satisfaction.
2. and
Families.
Prior
to theAmericans.
appointment,
thetheNBS
coordirate for
Caucasians,
27% for
African
After
educational
VISIT
AT A COMMUNITY
HOSPITAL
hospital PROGRAM
the participant normally
had to travel on average
120 kmCF
and take
nator
contacted
families
to
answer
questions
and
offer
support.
A
genetic
session, correct answers increased to 96%, 80%, and 88%, respectively
PROGRAM
DURING
COVID-19 PANDEMIC
½–1 day off from
work andTHE
school.
counselor
wasall).
added
to the team
to answer
A post-visit
survey
(p
(p
0.001 for
Similarly,
at pre-test,
onlyquestions.
35% correctly
identified
the
Carmona,
J.; Giacopuzzi,
Torchia,
C.;itThompson,
J.; children to
Conclusion:
This study J.;
indicates
that
is possible for
assessed
knowledge,
among families.
NBS
method
for CF anxiety,
screeningand
in satisfaction
Alabama, compared
to 94% at post-test
perform
other health-related
Persson, spirometry
D.; Smith, and
S.; Martin,
R.; Gomard, measurements
K.; Kilgore at home.
Results:
We
receivedof171
referrals
on NBS-positive
babies:
18 CF,
(p
(p
0.001).
The
proportion
PMDs
who knew
that there is only
one accredChildrenK.;
with
CF andR.A.
theirSanta
parents
were positive
to continue
virtual
Smith,
Belkin,
Barbara
Cottage
Hospital,with
Santa
10 CRMS,
143incarriers.
daysfrom
to sweat
decreased
fromThe
16 mean
to 15
ited
CF center
the stateMean
increased
61% test
to 99%
(p0.001).
visits. In June
Barbara,
CA,2020
USAGothenburg pediatric CF center started a prospective
days (range
medianresponses
14). 1. PMDs.
The educational
delivered
total
number1-59,
of correct
increased
from 1.9 totool
4.5 was
(p0.001).
2.
multicenter study including 70 children aged 5 – 17 in Sweden to compare
to 83% ofOf171
sessions
provided
at to
5
Families.
all PMDs.
referredOn-site
familieseducational
(N=171), 63%
couldwere
be reached
prior
Ourdisease
80 adult
CF patients nutritional
travel from and
up toquality
300 miles
and
the Background:
outcome of CF
(respiratory,
of life)
pediatric
practices Of
and441 surveyed
AAP regional
meeting.
Of 51
PMDs30%
surveyed,
their
appointment.
families,
66% were
White,
Black;
we
sought
to improve
the experience
of care by instituting a virtual visit
before
and after
introducing
virtual visits.
61%
reported
to
have
referred
a
patient
to
the
NBS
clinic;
of
them,
81%
32% had high-school education or less, 30% were college graduates. In the
(VV) program. Planning was initiated pre-COVID-19 pandemic (preC19).
reported
satisfaction
their apatient’s
and none reported
survey, 84%
reported with
receiving
call fromexperience
the NBS coordinator;
the call
Implementation of our VV program was expedited during the COVID-19
dissatisfaction.
At 0.4)
baseline,
only
39%
of PMDs
correctly
the
was
rated 4.9 (SD
on a 1-5
scale
(1=worst,
5=best).
Theidentified
overall expe(C19) pandemic. The VV program may allow patients to be seen even
medianinpredicted
forrated
people
CF inPositive
the US,NBS
29%test
theinduced
carrier
rience
the NBS survival
clinic was
4.9 with
(SD 0.3).
more frequently than in clinic, with comparable experience of care and
 for Caucasians,
rate
27%where
for African
After the educational
anxiety
(4.1 on 1-5and
scale,
1=No Americans.
anxiety to 5=Extreme
anxiety).
potentially less unengaged
time during visits. Ease
and lack
ACCELERATED
IMPLEMENTATION
OFofAscheduling
VIRTUAL
session, correct
increased
96%,their
80%,baby’s
and 88%,
One-third
(32%)answers
remained
anxioustoabout
healthrespectively
even after
of need PROGRAM
to be physicallyAT
in A
CFCOMMUNITY
clinic may provideHOSPITAL
increased convenience
VISIT
CF
0.001 for
all).test,
Similarly,
at pre-test,
correctly
the
a(pnormal
sweat
23% worried
aboutonly
their35%
baby’s
health identified
due to being
to
providers. DURING THE COVID-19 PANDEMIC
PROGRAM
 their
method
CFresponded
screeningthat
in Alabama,
compared
to
94% decision
at post-test
aNBS
carrier,
and for
23%
carrier status
affected
to
Methods:
Our CF teamJ.;and
patient C.;
representatives
in
Carmona,
J.; Giacopuzzi,
Torchia,
Thompson, participated
J.;
 accred(p 0.001).
proportion of PMDs who knew that there is only one
have
more The
children.
the
qualityD.;
improvement
initiative.
Operationally,
GoToMeeting
(HIPAA
Persson,
Smith,
S.;
Martin,
R.;
Gomard,
K.;
Kilgore
ited Conclusion:
CF center in the
state
increased
from
61%
to
99%
(p
0.001).
The
mean
This QI project decreased time from referral to sweat
compliant) was selected after
testing
multipleCottage
VV platforms.
Staff underwent
692
Santa
Barbara
Hospital,
Santa
Smith,
K.; Belkin,
R.A.
total
number
of correct
responsesofincreased
fromPMDs,
1.9 to and
4.5 (p
0.001).the
2.
testing,
improved
the knowledge
NBS among
enhanced
VV
platform
training,
and VV equipment was selected. Inter-team commuBarbara,
CA,
USA
Families.
Of all referred
(N=171),
could bewe
reached
prior to
family
experience.
Givenfamilies
the success
of the 63%
intervention,
will continue
Background:
Our 80 adult
CF“quarterback”
patients traveland
from
up totexting
300 miles
and
nication
centered around
a team
using
through
their appointment.
44 surveyed
families,
66% were White, 30%
Black;
educational
sessionsOfwith
PMD practices
via web-conferencing
and work
to
we sought
to improve
the sick
experience
of care byvisits
instituting
a virtual
visit
our
EHR. Number
of total
visits, follow-up
and regular
quarterly
32% had family
high-school
education
less,clinic
30% were
improve
education
duringorNBS
visit. college graduates. In the
(VV)
Planning
was initiated
pre-COVID-19
pandemicto(preC19).
virtualprogram.
visits (3/19/20
- 5/26/20)
were collected
and compared
a similar
survey,
84% reported receiving
a call
from
the(GUTIER18QI0).
NBS coordinator; the call
Acknowledgment:
Funded by
a CFF
grant
Implementation
of our
VV all
program
was expedited
during the
COVID-19
time period preC19
when
visits were
in clinic (1/7/20
- 3/2/20).
The
was rated 4.9 (SD 0.4) on a 1-5 scale (1=worst, 5=best). The overall expe(C19) pandemic.
The VV
may allow
patients
to be seen
even
patients’
total in-clinic
timeprogram
(TT), engaged
(ET) and
unengaged
time (UT)
rience in the NBS clinic was rated 4.9 (SD 0.3). Positive NBS test induced
more frequently
than(n=43)
in clinic,
with comparable
experience
during
in-clinic visits
are compared
to VV times
(n=39). of
Thecare
TT,and
ET
691
691

anxiety (4.1 on 1-5 scale, where 1=No anxiety to 5=Extreme anxiety).
potentially
unengaged
during
visits.days
Easeinoftotal.
scheduling
and lack
and
UT wasless
measured
for 6 time
virtual
visit clinic
Times collected
A
VIRTUAL
REMOTE
MONITORING
IN after
One-third
(32%)CLINIC
remainedAND
anxious
about their
baby’s health even
of needattovirtual
be physically
provide with
increased
convenience
started
check-inintoCF
the clinic
clinic may
and finished
virtual
check-out.
CHILDREN
CYSTIC
a normal sweat WITH
test, 23%
worried FIBROSIS
about their baby’s health due to being
to providers.
An
Excel spreadsheet was used to collect all data. Patient and provider
Lindblad,
A.;
Svedberg,
M.
Pediatrics,
Clinical
Sciences,
a carrier, and 23% responded that carrier status affected their decision to
Methods:
Our
CF team
and apatient
representatives participated in
satisfaction
were
assessed
through
SurveyMonkey.
have more children.
Göteborg,
Sweden
the Results:
quality improvement
initiative.
Operationally,
GoToMeeting
(HIPAA
The total number
of routine
in clinic visits
were 36, follow-up
Conclusion: This QI project decreased time from referral to sweat
compliant)
was
selected
testing
Staff
underwent
visits 10 and
sick
visits after
3 during
themultiple
preC19 VV
timeplatforms.
period. The
total
number
Background:
Children
with
cystic
fibrosis
and
their
parents
spend
a
testing, improved the knowledge of NBS among PMDs, and enhanced the
VV
platform
and
VV equipment
was
selected.
Inter-team
of routine
VVtraining,
were 31,
follow-up
visits 18
(+1
in clinic)
and sickcommuvisits 7
lot
of time
in hospitals.
novelofgadgets
exist to allow
CF continue
patients
family
experience.
GivenToday
the success
the intervention,
we will
nicationthe
centered
around
a team
“quarterback”
using UT
texting
during
C19 time
period.
The median
baselineand
in clinic
wasthrough
21, ET
to
conduct health
examinations
at homevia
that
are normally performed
educational
sessions
with PMD practices
web-conferencing
and work in
to
our EHR.
Number
of total sick
visits,
follow-up
and regular
115
and TT
141 minutes.
After
initiating
our visits
VV program,
ourquarterly
median
hospitals.
This patient’s
can be shared digitally with
improve family
educationhealth
duringinformation
NBS clinic visit.
virtual
visits (3/19/20
collected
compared
to aminutes.
similar
UT
decreased
to 9, ET- 5/26/20)
decreasedwere
to 69
and TTand
decreased
to 75
theirAcknowledgment:
health provider andFunded
be the basis
for agrant
teleconference
meeting with the
by a CFF
(GUTIER18QI0).
time period
preC19 survey
when all
wererevealed
in clinic94%
(1/7/20
- 3/2/20).
Patient
satisfaction
(17visits
patients)
believe
it has The
had
CF clinic. The aim of this study was to investigate if children 6 – 17 years
in-clinic
(TT), engagedrelationship.
(ET) and unengaged
time satis(UT)
apatients’
positivetotal
effect
on thetime
patient-physician
The Provider
old can perform spirometry at home and to evaluate the experience of the
during in-clinic
visits
(n=43) are
compared
to VV
times
(n=39).believe
The TT,VVs
ET
faction
survey (9
providers)
revealed
all CF
team
members
virtual meetings of all participants.
and
UT was
measured
forProvider
6 virtual concerns
visit clinicincluded
days in total.
Times collected
increase
access
to care.
technological
issues

started at virtual check-in to the clinic and finished with virtual check-out.
A VIRTUAL CLINIC AND REMOTE MONITORING IN
An Excel spreadsheet was used to collect all data. Patient and provider
309 satisfaction were assessed through a SurveyMonkey.
CHILDREN WITH CYSTIC FIBROSIS
Pediatrics,
Clinical
Sciences,
Lindblad, A.; Svedberg, M.
Results: The total number of routine in clinic visits were 36, follow-up
Göteborg, Sweden
visits 10 and sick visits 3 during the preC19 time period. The total number
Background: Children with cystic fibrosis and their parents spend a
of routine VV were 31, follow-up visits 18 (+1 in clinic) and sick visits 7
lot of time in hospitals. Today novel gadgets exist to allow CF patients
691
during the C19 time period. The median baseline in clinic UT was 21, ET
to conduct health examinations at home that are normally performed in
115 and TT 141 minutes. After initiating our VV program, our median
hospitals. This patient’s health information can be shared digitally with
UT decreased to 9, ET decreased to 69 and TT decreased to 75 minutes.
their health provider and be the basis for a teleconference meeting with the
https://onlinelibrary.wiley.com/reader/content/10.1002/ppul.25089/format/pdf/OEBPS/pages/272.page.xhtml
Patient satisfaction survey (17 patients) revealed 94% believe it has had Page 1 of 2
CF clinic. The aim of this study was to investigate if children 6 – 17 years
a positive effect on the patient-physician relationship. The Provider satisold can perform spirometry at home and to evaluate the experience of the
faction survey (9 providers) revealed all CF team members believe VVs
virtual meetings of all participants.
increase access to care. Provider concerns included technological issues

OPTIMIZING NEWBORN SCREENING FOR CYSTIC
FIBROSIS IN ALABAMA: A QI PROJECT
Self, S.; Rutland, S.B.; Oates, G.R.; Gutierrez, H. Pediatric
Pulmonary, Univ of Alabama at Birmingham, Birmingham,
AL, USA

Printed by [Wiley Online Library - 082.209.140.146 - /doi/epdf/10.1002/ppul.25089] at [22/10/2020].

309

