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PROGRAM DESCRIPTION TIMELINE: GANTT CHART SPECIFIC AIM #1

The Comprehensive Bleeding Disorders Center at Emory University and Children’s Healthcare of Atlanta is Month # 1: March 2016 We will increase the number of patients and families who are informed of the HTC transition policy at 12-18 years of age from 0-100% beginning April 7th to May 31st, 2016.
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Patterns: National Patient Satisfaction Survey

Q10b: Satisfaction with how the HTC Staff
encouraged teenagers to become more
independent

Q10a:Satisfaction with how the HTC Staff talked to
teenagers about how to care for their bleeding
disorder as they became an adult

a) Always Satisfied a) Always Satisfied

b) Usually Satisfied b) Usually Satisfied

c) Sometimes Satisfied c) Sometimes Satisfied

d) Never Satisfied

d) Never Satisfied

y) Not Applicable y) Not Applicable

z) No Response z) No Response

PROBLEM

Only 77% of families with 12-17 year olds were satisfied with how the HTC staff encouraged teenagers to
become more independent in managing their bleeding disorder. Over the next 7 years, 217 patients will be
transitioning from the pediatric to adult care setting.

pediatric to adult care that starts
in the CHOA-pediatric

HTC at 12 years of age and ends
in the Emory Healthcare-adult

patients and families who are
informed of the HTC transition
policy at age 12-16 years of age
from 0-100% by May 31. 2016

families that are 12-16 years old
(denominator) that are provided
the transition policy letter
(numeratory).

1 cycle, completed on 5/31.
SDSA written and Play added to
Playbook

HTC at 25 years of

age will benefit the patient by
their being able to order factor,
be adherent to their

prescribed treatment regimen,
make appointments, self-infuse,
communicate with

healthcare team, and be insured,
and is important to work on now

We will increase the percentage of
patients whose bleeding disorder
knowledge and self-care skills is
assessed at their first adult
transition visit from 0 to 95%
beginning April 28, 2016 through
June 30, 2016.

The proportion of patients aged
18-25 that attend their first visit in
the adult bleeding disorders
(denominator) that have an
assessment of their transition
readiness, goals and adherence
where appropriate (numerator)

First PDSA cycle lead to changes
in assessment tool.

Currently performing second
PDSA cycle-7 patients have
completed the evaluation at
their first adult visit.. Beginning
overall assessment of the tools
and process.

because we have

217 patients that will be
transitioning in the next 7 years
and only 60% of our

patients reported being satisfied
with their transition planning.

Registry Data: 217 patients

We will increase the percentage of
patients 12 years or older that

attended their clinic visit whose
transition is tracked using the

pediatric transition registry from
0% to 100% beginning with the

clinic dated 9/1/2016 to be
evaluated weekly and with pilot
period ending Sept 30th.

Numerator: Number of attended
patients that are 12 years or older
who attended their annual visit and
were tracked using the pediatric
transition registry Denominator:
Number of patients that are 12 years
or older and are attending their
annual comprehensive clinic visit.

PDSA#1 in process is ongoing
with 3 of 5 weeks completed at
100%

that will be transitioning in the
next 7 years
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LESSONS LEARNED

* Defining our population, processes, and patterns helped the
team gain a full understanding of our program.

« Using the process improvement tools, defining our aim and
measurement plan led to more efficient solutions.

* QOur Patient and Family Advisory Council was instrumental in
developing our letter that outlined our policy and increased our
awareness of the role that they can play in our program.

* Having the Playbook with our first play gives us confidence
that the gains made with specific aim 1 will be sustainable and
can be used to orient new team members.

* The collaborative process of working together using effective
meeting skills strengthened working relationships.

 The process and tools developed can be implemented or
adapted by most hemophilia treatment centers.

« After completion of specific aim 2 and 3, including creation of
new plays for the Playbook, future work includes focusing on
promoting acquisition of specific knowledge, skills and
attitudes for successful self-care in adulthood.

-

Results and Key Findings

o

Specific Aim 1: We are able to implement new process that standardize the introduction of transition
from pediatric to adult care to our patients and their families. Many families were grateful to have the
information and now feel more prepared to discuss and implement self-care skills at home. Taking this aim
from the beginning to completion of the Playbook was an introduction to the process as a whole.

Specific Aim 2: The expected date to have the quantity of data to analyze had to be extended as the
number of patients who had a transition visit did not occur as expected. We also found a different tool that

would be more useful in looking at the desired information so the original knowledge assessment tool was
replaced by a modification of the transition assessment tool that was distributed by ASH in conjunction with

ACP in May of this year.

Specific Aim 3: We continue to utilize the registry. After 2 weeks of use we found that we needed
additional columns of information to be added in order to track the information relevant for each adolescent

patients transition journey.
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