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Objectives

« Discuss STEP Program Background & Growth

« Share Lessons Learned

« Growth for the Future




Where we started
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The infamous UAB crosswalks
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N
* Provide a list of all complex/chronic diseases that

Patient you care for that require transition to adult care.
Population )

. y : , .
C h | ld ren’s Of J For_each dlse_ase, what is the estimated number of
patients turning 19 years old each year?

# of patients

Alabama

N eeds * On a scale of 1 (bad) to 10 (very effective), how
would you rate the current process of transition for

ASSGSS me nt SEENER  patients with each disease?
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Qualitative Responses on Needs Assessment

Average of 20-25
patients transitioning
peryear

“No formalized
transition plan”

“We have not been very

»
successful.... “Patients regress after

leaving pediatric
management”

e “|It seems like COA is not
interested in transition or
having a hospital wide policy
to address it”

UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics

“Essentially all of our
patients have chronic
disease that will need
transition when they age
out”

“We coddle patients
which makes the actual
transition more rough”
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COA Needs Assessment of transition plans

Patients w/ a transition plan (scored >8) Patients w/ NO transition plan (scored <2)

Cystic Fibrosis
Spina Bifida
Hemophilia

Sickle Cell

Dialysis/transplant patients
Diabetes

Epilepsy (program being developed)

“THE UNIVERSITY OF
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Down syndrome (10)
Colorectal Disorders (20)
IBD / patients with gastrostomy tubes (35)

Short bowel disorder (5)

Cerebral palsy (20)

Osteogenesis Imperfecta (5)
Urinary reconstruction patients (prune belly,
exstrophy, etc.) (2-3)
Neuromuscular patients (25-35)
Asthma / General Pulm (110)
Home vent (10)

Sleep disorders (100)

Juvenile idiopathic arthritis

Lupus

Erythematosus, dermatomyositis,
scleroderma
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Timeline to STEP Development

HSG- GEF Grant for Comprehensive
Transition Services

*Aim 1: Develop a steering committee

.. *Aim 2: Develop a transition policy and plan STEP clinic opens w/ support of DOM,
Pediatric HSF formed eAim 3: Launch a transition program DOP, HSF, COA
Mar. 2019 Jan. 2020
Oct. 2018 Oct. 2019 Sep. 2020
HSF Transitions subcommittee meets Transitions Steering Committee Forms
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Where we are now
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STEP Clinic: our team

Betsy Hopson, MSHA Carlie Stein Madeline Marie Pfarr, MD Beth McGee, RN
Director of STEP Program  Somerville, MD Eckanrode. MD Assistant STEP Program
Assistant Prgfessor, W Professor, Medical Nurse.
l;::'::‘: r: ::::lne Professor, Internal Director COA Conromator
Medicine and Complex Care
Pediatrics

Medical Director of
STEP Program
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Social Work support

CRS + UAB Social Work
2021-2024

Care transitions 2.0
FTE 7/1/2024




STEP Clinic: a unique, multidisciplinary
approach to care of adults with diseases of
chndhood

One program to address transition for patients with
complex diseases of childhood across specialties and
systems

« Ownership + Concierge Care

* Access: Primary Care w/ Care Coordination

« Equity: Community engagement

« Effectiveness: Decreased ER visits, length of stay
« Education: Multidisciplinary learners

« Research: lifespan model of care development, patlent
outcomes

[ 12
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Innovative Multi-disciplinary Approach

* Physical Therapy, Ashley Parish, PT, DPT, CRT

* Rehabilitation Medicine, Dr. Danielle Powell, MD

* Epilepsy Management, Neurologist, Dr. Quynh Vo, MD

* Epilepsy Transition, Neurologist, Dr. Katy Lalor, MD

* Endocrine, Dr. Sajel Patel, MD

* Pulmonary, Dr. Joseph Barney, MD

* Neuromuscular, Dr. Rocio De Campo, MD

* Psychology, Dr. Melissa Greenfield, PhD

* Psychiatry, monthly rotating child and adolescent fellows and attending
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e 3'9Wednesday every month
eI * PCP, neurology,rehab medicine

IndiVidualized, o 4th Wednesday_ PCP,
Diagn OSiS‘ psychology, psychiatry, SW
S peC ifi C e Quarterly clinic, patients seen by PCP, neurology

pulmonary, PT, SW

¢ Triages to one of her colleagues who specializes in
each patient’s specific condition

approach

w e PCP, Pulmonary, PT, SW

e PCP, Endocrine,SW




STEP patient demographics

Clinic Inclusion criteria:

CcP 126 26.2%

Rare Genetics 58 12% - Intellectual disability or Autism Spectrum
Autism 55 11.4% Disorder requiring caregiver assistance
Neurological 42 8.7% and/or i )
Epilepsy 39 8,19 * 2 or more organ systems with chronic
Spina Bifida 32 6.7% issues and/or .

Endocrine 30 6.2% « 3 or more specialists following at COA
Neuromuscular 29 6% and/ or )

Renal 22 4.6% - Technology Dependence (Ventilator,
Down syndrome 13 2.7% BIPAP, Trach, GT/JT/ wheelchair, Shunt)
Autoimmune 13 2.7%

Hem/Onc 10 2.1%

scl 8 1.7%
Cardiology 7 159 Verbal 297 61.9%

Other g 1.9% Nonverbal 183 38.1%

*Other: Incudes- congenital pulm, G, fetal alcohol
syndrome, narcolepsy
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Transitioning out of STEP

Clinic launched 9/2/20 - 664 patients
546 still followed in STEP
118 transitioned out of STEP

- Transitioning out of STEP criteria
Greater than 4.5 on the TRAQ

Identify and connect with all
specialists

Connect with PCP (equal or better
care)

Emergency care plan
No current acute issues

LR e L e NGHAM UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics




Where we see patients

- John N. Whitaker Building 2" floor- Every Wednesday
. Pediatric Spina Bifida Clinic- 2" and 4t Wednesday afternoons
- Coming soon- Down Syndrome Clinic at Sparks

L s e UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics © UAB. Al Rights
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| Transition Readiness Assessment Questionnaire (TRAQ)

Directions to Youth and Young Adults: Please check the albed describes skill level in the following areas that are
important for transition b adult health care. There is no ugﬂ ::ur wrcng answer and ?wr answers wil reman confidential and privaie.

Directions to Caregivers/Parents: I{ your youth or young adull is unable o complete the lasks below on their own, please check the

box thal best describes your skil level. Check hera if you are a parent/caregiver completing this form, . .
== olEP Clinic

| do not bt | but | am | have | always do
know wantto | learning started | this when |

how | learn | todo this | doingthis | need to Assessments

1. Do you fill a prescription i you need lo?
2. Doyou knowwhal 1o do if you are having a bad reaction

1o your medications?
3._Do vou take medications comectly and on your own?
:. :vwra;:mum-cat:mfm1rwnnw1? ? ° Nonverbal Patients
8 Doyou low-ipon ay el or e, heckae o . Caregiver burden- Zarit Burden
T, %:wanmqafuwu nide to medical appoiniments? |ndeX (ZBI)

8. Doyoucal the doclor aboul unusual changes in your
health {For example: Alergic readions)?

9. Do you apply for health insurance if you lose your current
coverane?

10. Do you know whal your healh insurance covers? d Ve I’ba l/l I"l d e pe I"l d e nt Tl’a C k

11. Do you manage your money & budgel household

expensas (For example: use chacking/'debil card)? i TranSition ReadlneSS
12" Do you l out the medical history form, including a kst of Assessment (TRAQ)

your allergies?

13, Daywka'?;;ulardxmbsmfmadmlmddhﬁ . DepreSS|On Screenlng (PHQ_9)

14 Dovey s ot of st befero e 5 Vil . Anxiety Screening (GAD-7)
Taking wth Providars

16. Do you tell the doclor or nurse whal vou are fesling?

17. Do you answer questions thal are asked by the doclor,

20. Do »ou use nammrmw ﬁum; and SEIVICES { For
example: Grocery siores and phammacy slores) ? © UAB. All Rights
Reserved.



Individualized Transition Plan (ITP)

LB MEDICINE

PEDIATRICS

Children’s
of Alabama»

Individual Transition Plan (ITP)

Instructions: This plan will be developed with your transition team and it will become part of your medical record.

GOAL 1- Referrals

Name: Date of Birth:

Primary Diagnosis: Secondary Diagnosis:

Goal 2- Career/Education
or Advanced Care Plan

Goal 3- Based on TRAQ

Prioritized Goals

Issues or Concerns

Actions

Person
Responsible

Target
Date

Date
Complete

1. Referrals

2. Career/Education
Guardianship/Advanced

Goal 1includes an assessment
of predicted sub-specialist that
will be needed in adulthood.

Goal 2 focuses on long term
education/employment goals.

Transition team facilitates open
communication between
pediatric and adult specialist and
promotes warm hand off.

Patients are referred to

Transition team
communicates with various
care teams to maintain
continuity of care across all
divisions.

care plan For patients who are most vocational rehabilitation and Information and support

O r Z BI medically complex and/or non- other community resources to provided by transition

verbal, goal 2 focuses on aid in seeking employment. team. Families/patients are

caregiver support and advanced | Families are provided with given specific goals aimed

planning. information regarding at either a career plan,
G oa I 4- Se | f/ Pa re nt Goa | guardianship. advanced care plan or

both.
3. TRAQ/ZBI Goal 3 takes an area on the Patient receives specific goal Measurable goal with

Goal 5- Emergency Sick
Plan

Hopson B, Eckenrode M, Rocque BG, Blount J, Hooker E, Rediker V, Cao E,
Tofil N, Lau Y, Somerville CS. The development of a transition medical home
utilizing the individualized transition plan (ITP) model for patients with
complex diseases of childhood. Disabil Health J. 2022 Dec 13:101427. doi:
10.1016/j.dhjo.2022.101427. Epub ahead of print. PMID: 36621354.

“THE UNIVERSITY OF
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4. Self/Parent Goal

5. Emergency/Sick Plan

TRAQ or ZBI where patients
score low and a goal is set to
improve score.

Goal 4: transition team partners
with patient/caregiver on a self-
goal.

Goal 5: Development of sick
plan.

aimed at improved transition
readiness or decreasing caregiver
burden.

Patient and/or caregiver share a
personal goal with transition
team. Resources provided.

Care team develops a sick plan
for each patient that is specific to
their location and needs.

target date given to
patient.

Specific goal set and
resources provided aimed
at addressing most
important goal from
patient perspective.

Family verbalizes
understanding with where
to go for emergent/sick
care.

UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics
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Emergency Planning

Name: DOB: Allergies:

| am a young adult with complex medical problems, and | have transitioned to adult
care. | seek my emergency care at

These are my medical problems:

- At the first visit, we identify PCP, SO

How | communicate:

urgent iliness plan and Emergency  :ianesioe--

l use a device to communicate

plan —

If consent needs to be given for a procedure:
O Iwill consent.
O My parent/caregiver will consent for me.

***We do not recommend it s
transitioning to adult ER/hospital for ~ =weeeie o
most patients until entire care team

is in place and clear discussions with

family

| am followed by the

STEP CLINIC

L s e UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics



What our patients
have taught us?




Lesson 1: Transition must be standardized across
the system but individualized to the patient

Review UAB and COA transition

policy

Role of all pediatricians in transition

planning

New COA policy exceptions
Role of patient, parents and

caregiver

Anticipatory Guidance on timeline of
effective transition

THE UNIVERSITY OF
ALABAMA AT BIRMINGHAM.

Transition Policy Statement

This policy addresses the transition and transfer of care of adolescents and young adults with

complex and/or chronic conditions from the pediatric healthcare setting to the adult setting.

Who should assist in
referring patients to
adult providers?

Who should identify
adult subspecialist
providers?

Pediatric subspecialist
groups should actively
seek out and engage
adult partnerships to
facilitate timely
transition.

Pediatricians, pediatric
subspecialty providers,
and pediatric acute care
providers should all
assist in referring
patients to adult
providers, both
speclalists and primary
care providers,

What should be
done to facilitate
transfer of care?

Medical records from the
pediatric setting need to be
provided to the adult providers
wiho will be assuming care.
Infarmation technalagy should
be creatively used to promote
standardized charting in bath
systems, There should be
transition-focused areas within
thee health record. Documents
and images should be
successfully transferred to the
adult electronic health record,

Discussion of insurance and
pertinent |egal Bsues such as
guardianship and healthea

proxy should ooour, Inthose with

@ capacity who
are dependent on a caregiver,
addional dsou
guardianship,

SN GE MaY
be required to effectvely address
theds needs

When should
transition planning
occur?

When should
transfer of care
oceur?

Discussion and planning for
transition should start in
early adolescence.

Transfer of care should
happen when patients
can receive equal and or
better care in the adult
fadlity AND when an
adult provider is
identified who can/fwill
provide better care than
what is being delivered in
the pediatric setting.

Transfer of care should
NOT happen during acute
fliness.

© UAB. All Rights
Reserved.




Needs have grown exponentially

“Last night we got a call from our ED about 23yo DiGeorge Syndrome, s/p truncus
repair as infant, followed by adult congenital, hypocalcemia followed by peds endo, sz
followed by adult neuro and scleroderma followed by adult rheum”

“19yo UAB ED medically clear patient with Autism who has been in the ER for 4 days”

“24 yr with ASD, Level 3, Reactive airway disease, Multiple forms of seizures,
Mitcohondrial Metabolism Disorder, Leigh’s Syndrome, Chrousos Syndrome needs
apptin STEP immediately”

“22 yrold is now suppose to be discharged from COA on TPN. Jejunostomy was
removed. Could he get a UAB Gl appointment and STEP appt immediately after
discharge”

THE UNIVERSITY OF .
“ALABAMA AT BIRMINGHAM. © UAB. All Rights
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Sometimes patient’s and STEP caught in the

\ “As it stands, per new hospital policy, we have to

Children’s of Alabama administrative
policies do not always mesh with our
ground level experiences. When these
patients are this old, this sick, and
require this level of readmissions and
inpatient care, we are often asked to
provide care outside of our scope and
comfort level. | don’t know that this is
what’s best for the patient

request permission from the house supervisor to
admit patients over the age of 22 each time they
are brought to the ED. This places a significant

burden on the admission team, which in this
situation is Pediatric Pulmonary medicine. ”

| probably have some of the most nutrition training of anyone on faculty,
and | feel this is definitely out of scope of my practice. The nutrition
societies have highly recommended guidelines on who should manage
| just don't have bandwidth to be point person for these and appropriate infrastructure (pharmacist, weekly labs, etc). For me, |
patients. | already am up to my eyeballs in IBD patients feel that this is practicing with risk should anything go wrong.

| would not recommend this patient transition to UAB providers until he is stable, out of the hospital and with stable follow-up and
plans outpatient with his current team even if he is above 21. | also want to reiterate that in STEP, we do not recommend our patients
coming to UAB for ER/hospital stays until they are safely transitioned to the entire adult team which for this patient includes multiple
specialties.

L s e UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics © UAB. Al Rights

Reserved.



Lesson 2: There are still major gaps

- Mental Heath support
- Transition readiness

- High Caregiver Burden
« Nutrition / GI support




Patient and Caregiver Screenings

PHQ-9

GAD-7

TRAQ

ZBI

5—9

10-14

15-19

20-27

Not scored
0-4

5-9

10-14

15+

Not scored
Lessthan4
Greater than 4
Not scored
Lessthan 17
18-35

36+

144
53
29
9

11
259
136
47
30
28
264
156
84
259
71
60
43

59% 42% of transitioning patients

22% screened positive for

12% depression, ranging from mild to

4% severe. 20% of these patients

4.4% report moderate to severe
depression.

56%

20% l 43.5% of transition patients

12% screened positive for anxiety.

12% 24% of these patients report
moderate - Severe anxiety.

65% 4

350 Only 35% of patients are
prepared for transition of care.

41% : :

U 59% qf_ caregivers of patients

= tran.s_monlng .screened.
positive for high caregiver

burden.



Embedded Psychiatry and Psychology

- Limited providers around state who will see adults with
ASD
- Almost none who also take Medicaid

- UAB psychiatry will not see adults with ASD or admit to
inpatient unit

« One year wait now to see STEP providers

- Strategic Plan to UAB health system- in progress




Nutrition

- (Gaps in expertise, experience, training
- Palliative Nutrition partnership for GT/JT feeds, malnutrition
- Strategic Plan to UAB health system- in progress




Lesson 3: Every "STEP” forward brings new
challenges and opportunities

“Evidence based program building”




STEP team reduces LOS and Improves Outpatient
access: STEP Hospitalization Data

Table 3. Established STEP patients: Hospitalization

Course Descriptors
(n=56) s (n=112)

Number of consult services in hospitalization 1.57 £ 2.05* _ :

e T T e ngr a regent 90-day study period, 111_ STEP
Male 30 (53.6%) Hospitalizations with 1 or more consults 71 (63.4%) patients with CP and 163 non-STEP with CP

- Hospitalizations with 1 or more MET calls*** 6 (5.4%) i

PO 26 (46.4%) Hospitalizations with STEP clinic follow-up 22 (19.6%) patients were followed.

appointment attended after discharge e 2% (2/111) of STEP vs. 7% (12/163) non-
White Ze 5 b STEP were seen in ED- 70% reduction

0
i::: 1? 2338'?/;0) Hospitalizations with STEP clinic contacted 25 (22.3%) e 3% (3/111) of STEP vs. 11% of non-STEP
. 0 . . .

prior to admission : : 0
Other 2 (3.6%) Hospitalizations with readmission to UAB within| 7 (6.3%) (18/ 16:?’) W_ere adm_ltted o h_os_pltal 12%
Unknown 5 (8.9%) 7 days of discharge reduction in hospital admission
24 (18 - 36)* Hospltallzat'lons with readmission to UAB within| 19 (17.0%) e Non-STEP patients are using these resources

X 30 days of discharge

7(12.5%)

3.5 times higher for both ED visits and
inpatient needs.

e Hospital LOS was 1.67 = 1.15d versus 6.05 =
13.1d, p=0.19.

m Internal Medicine
3%

10%

= Neurology, Neurosurgery, and Neuro Intensive Care
Critical Care

m Surgery

= Ob/Gyn

Specialty (Cardiology, Transplant Nephrology,
Pulmonology, Hepatology, ENT)



Challenges

Autism long stay pts
Supported Decision Making
Sensory Pathway- need for child life resources

LR s Ry DR MINGHAM. UAB HEERSINK SCHOOL OF MEDICINE | Department of Pediatrics © UAB. All Rights
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Adults with Autism

- Sensory Pathway
- Kulture City training and equipment

« Education

« Neurodevelopmental Disorders Clinical
Care team

« Sensory Pathway: Education and tools for
ER/inpatient stays

« Inpatient Consult Service w/ psychiatry
co-management + SW, child life, OT,
psychology

“THE UNIVERSITY OF .
ALABAMA AT BIRMINGHAM. © UAB. All Rights
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Guardianship Reform: Supported Decision Making

* Vulnerable Patient Task Force
« Colby Act: SB 55

SB55 ENROLLED

1 OWl11GC-3 ACT #2023 -

San 4 ., g t - ‘ad W, S field,
iat Jones, Albrd te ». o Waggo All arfoo
4 Butler E t Weaver, e fons, Williams hesteen
F @ ice cbercs
RFD udiciary
iTst Read: CU/-Mar-23

“THE UNIVERSITY OF
ALABAMA AT BIRMINGHAM.

Steve Spangler Kim Spangler
Transportation Community Living
and Employment

Corrie Merchant
Advocacy and Engagement

Amy Riley Lorenzo Brown
Safe Living Spiritual Growth

COLBY'S
“DREAM TEAM”

COLBY SPANGLER
Decision-maker

Heidi Martin
Healthy Living

Christian Woodard Scoft Riley
Peer Consultant Financial Consultant

< 5 £
Sandy Evers

Social and Recreational Inclusion

© UAB. All Rights
Reserved.




Follow Decision-Making Support Chart

Independent Supported

Decision-Making Decision-Making Guardianship

2) Able to
understand
decisions with
help from family
or caregiver?

1) Able to
understand
information to NO
make decisions?

3) Always need
and want
someone to make
decisions?

Consider getting a Consider
medical power of supported

attorney for decision making +
emergencies MPOA

Consider

guardianship




Supported Decision Making in Practice

Support Preferences

Primary Supporter Secondary Supporter Additional Supporter
Name/ Contact Info Name/ Contact Info Name/ Contact Info

I

Pt Has Completed A Supported Copy Of Supported Healthcare Supporter

Dedcision Making Agreement Decision Making Agreement Education Provided

O Yes O Copy provided loday O Recommended pl/supporter review and complete 2 Supported Decision Making Agreement
O No O Aleady scanned into EMR

O Mo, requested patient/family ta bring copy

At UAB, a Healthcare Supporter may help pt with life decisions about:

O e [=NT
Physical Health e °
Mental Health O ves Ot
Choosing and maintaining health-related needs O Yes O No
(for example: equipment, in-home services, or community resources)
To help the pt make decisions, the Supporter may:
NOTE: A Supporter does not make decisions for the patient
. . . ) .. O Yes O Mo
Help get information needed to make medical and/or psychological decisions
B L. O Yes (e} T
Help pt understand choices so pt can make the best dedision
o oo o O Yes O Mo
Help pt communicate decisions to the right people
Help pt understand and consider other social and support services that may O Ves O No
be available
The Supporter may co-sign with the pt O ves O ke
1In order for the Supporter to help the pt, the healthcare team:
May discuss the pt's private health information with the Supporter O ves O No
Should allow the Supporter to remain at bedside to assist with making O Yes O Mo

decisions

P Advance Care Planning
@-{2] Advance Directive/POA
BE Supported Decision Making
: ~[3 11/8/2023 9:55 CST Brito, Amanda Leigh MD - "Support Preferences”

= Advance Care Planning
-] Advance Directive/POA

=N o) Supported Decision Making

11/8/2023 9:35 C5T Brite, Amanda Leigh MD - "Support Preferences”

A Alerts

Caregiver needed at bedside.
See Support Preferences Form
(xx/r0t/xx) / Supported Decision
Making Agreement (xx/xx/xx) in
Supported Decision Making
folder in Advance Care Planning
in Reports and Documents or on
the Advance Care Planning




Lesson 4: We are in this together

« QOutpatient
- Adding STEP Provider to pediatric clinics to improve transition readiness

« COA inpatient consults
- Marie Pfarr and Betsy Hopson inpatient consults for transition consultation
- Examples:
« Patient #1- Helping consult on adult related medical concerns (acute heart failure in
adult patient), DVT recommendations.

* Patient #2- Introducing transition and STEP clinic. Discussing community resources and
outpatient follow up plan.

- Develop best strategies for referrals
- Not during an acute crisis

THE UNIVERSITY OF .
“ALABAMA AT BIRMINGHAM. © UAB. All Rights
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Lesson 5: There is lots to celebrate

- Strategic plan with metrics to UAB health system leadership, prelim
approval 9/2024

- Providers are contacting us to join STEP
Neurology- epilepsy and neuromuscular

- Added additional Med/Peds provider 9/2024
- Hired Down syndrome nurse coordinator

- Transition "Champions” in nearly every division
- STEP recognized at national leader




Research and Publications

Dnsabibity and Health journal 16 (2023 ) 101427

Contents lists available at ScienceDirect

Disability and Health Journal

journal homepage: www.disabilityandhealthjnl.com

Original Article

The development of a transition medical home utilizing the )
individualized transition plan (ITP) model for patients with complex  |%=&
diseases of childhood

Betsy Hopson, MSHA *" ", Madeline Eckenrode, MD ?, Brandon G. Rocque, MD, MS ™,
Jeffrey Blount, MD, MPH "¢, Emily Hooker, BS %, Virginia Rediker, MPH, LICSW ¢,
Emma Cao, BS £, Nancy Tofil, MD ¢, Yung Lau, MD /, Carlie Stein Somerville, MD *

2 Department of Medicine, University of Alabama at Birmingham, AL US4

B Department of Neurosurgery, University of Alnbama at Birmingham, AL LISA

< Division of Pediatric Neurosurgery, University of Alabama at Birmingham, AL USA

4 Department of Rehabditation Services: Children's Rehabilitotion Service Division, AL, LEA

* Division of Pediatric Critical Care, Department of Pediatrics, Urdversity of Alabama at Birmingham, AL, U5A
T Division of Pediatric Cardiology, Department of Pediatrics, University of Alabama at Birmingham, AL USA

£ University of Alabama at Birmingham, Heersink School of Medicne, Birmingham, AL US4



Research and Publications

Health Care Transitions 1 (2023) 100005

Contents lists available at ScienceDirect HEALTH CARI
TRANSITIONS

Health Care Transitions i

journal homepage: www.sciencedirect.com/journal/health-care-transitions

Initial observations of medically complex young adults transitioning to adult |
care: Revealing data regarding mental health, nutrition, and transition s

preparedness

b,c,d

Emily Hooker™"', Madeline Eckenrode”, Betsy Hopson™““, Carlie Stein Somerville”*

* University of Alabama at Birmingham, Heersink School of Medicine, Birmingham, AL, [ISA
b Department of Medicine, University of Alabama at Birmingham, AL, USA

 Department of Neurosurgery, University of Alabama at Birmingham, AL, USA

4 Division of Pediatric Neurosurgery, University of Alabama at Birmingham, AL, USA

* Department of Pediatrics, University of Alabama at Birmingham, AL, USA




A STEP Towards Successful Transition- Conference

THE
ALAE

Transitioning from pediatric to adult health
care can be scary and confusing when you
have a complex or chronic medical condition.

UAB MEDICINE’S STAGING TRANSITION FOR EVERY
PATIENT (STEP) PROGRAM IS HERE TO HELP!

Join us for the event on:
SATURDAY, MAY 7, 2022
8:30 AM — 4:30 PM

AS 25 LB MEDICINE

Register at: go.uab.edu//step

STEP Program Event

(Staging Transition for Every Patient)

confusing when you have a complex of Alabamas
or chronic medical condition.

Transitioning from pediatric to
adult health care can be scary and @ Children's Was MEDICINE Aﬁ UNITED
- ABILITY

© UAB. All Rights
Reserved.



Where we are headed



What is next?

» Recruiting Med-Peds Faculty and dual trained specialists

« Accessible Clinic Space

« UME/GME educational initiatives

« Education across disciplines — Come Roll with Me HSF grant
« Expanded Model of Lifespan care: Autism, Down Syndrome

« Inpatient Consult Service at UAB to include Med-peds, Psychiatry,
Psychology, Child Life, Social work

- Strategic Growth plan across UAB and COA




Our immediate ask to UAB

1. Med-Peds Physician
a. Growth: 1.0 FTE to build consult service and support clinical volume
2. Psychiatrist 1.0 FTE
3. Advanced Practice Provider 1.0 FTE
4. Registered dietician with specialty in complex feeding 1.0 FTE
5. Behavioral Psychologist 1.0 FTE
6. Child life Specialist .5 FTE

THE UNIVERSITY OF .
“ALABAMA AT BIRMINGHAM. © UAB. All Rights
Reserved.



Lifespan Down Syndrome Clinic

Down Syndrome: Lifetime Care Model

All adult services-

Begi 14- All ped plus ADD
Initial consultation within 3 months s:rgvlir;zgt Tug:AD-D peds - Dementia care
of delivery in Civitan Sparks Clinic. - .p ) - Palliative
. -Transition Readiness Geriatri
Establish care and follow AAP Health Planning - Geriatrics
Supervision Guidelines for -Career/education
Individuals with Down Syndrome. support

Patient care moves to

Civitan-Sparks Clinics — -
STEP Clinic at

Consultation Patients age 0-13
. N .g Whitaker (age 18)
offered via Pediatrician .
I dici _Audiology -Adult Primary Care
telemedicine -Physical Therapy
-Sleep referral S
i -Care Coordination
-Nutrition

-Social work
-ldentify adult
community partners

-Therapy (PT, OT Speech)
-Care Coordination

-Social work .
. . -Vocational
-ldentify community e
rehabilitation
partner

THE UNIVERSITY OF .
“ALABAMA AT BIRMINGHAM. © UAB. All Rights
Reserved.




Future opportunities at COA

. Discuss transition early- in ALL pediatric clinics
- Medicaid Waiver and maximize support for families BEFORE transitioning

- Understand optimal timing of healthcare transition and how to guide
families

« Screen for Mental Health disorders
- Join our advocacy efforts in building this program

- Consider supporting additional complex care NP to do more
inpatient transition consultations at COA

« Child life collaboration
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Conclusions

« Transition programs cannot be the landing zone for every
transitioning patient so transition must be embedded across
systems in pediatric and adult hospitals

« Value of Med-Peds trained physicians in all specialties
« Interplay of advocacy, QI, equity and innovation

So much progress and so many STEPs yet to take!!

UAB HEERSINK SCHOOL OF MEDICINE | Department o f Pediatrics
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Questions and Contact

Carlie Stein Somerville, MD: Chstein@uabmc.edu
Betsy Hopson, PhD MSHA: Betsy.Hopson@childrensal.org

UAB HEERSINK SCHOOL OF MEDICINE | Department o f Pediatrics
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