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TRANSITION OF CARE-
EXAMPLES FROM PEDIATRICS

e Complex congenital heart disease
— Improved survival

— Adult cardiologists with no experience

e Pediatric cancer
— Long-term survivors

— Late effects clinics



A BYPRODUCT OF SUCCESS

 Complex patients
— Down syndrome
— Congenital heart disease
— Developmental delay

e Need for system-wide implementation of
programs
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THE ACADEMIC APPROACH:
FORMAL CONCEPTS -
SIX CORE ELEMENTS

Transition policy (12-14 years)
Transition tracking
Transition readiness
Transition planning

Transfer of care (18-21 years)
Transition completion



WHY IS OPHTHALMOLOGY
DIFFERENT?

e Single organ system

e Adult specialists often care for
pediatric patients

 Many pediatric ophthalmologists care
for patients with complex ocular
disorders



DISORDERS THAT PEDIATRIC
OPHTHALMOLOGISTS MANAGE

% of respondents who manage

Ptosis and anterior orbital lesions 68%
Cataracts 49%
Uveitis 38%

Retinopathy of prematurity 25%

Glaucoma 19%

Retinoblastoma 7%

BVOM (in press)



FOR MOST OF US

* Doesn’t need to be that complicated

 Why is ophthalmology different?
—Single organ system

— Adult specialists often familiar with
pediatric eye diseases

» Many care for all ages
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IN A NUTSHELL

. Make patients and families

aware of your policy a few years
before the transition

. Identify willing providers
. Transfer care
. Provide a lifeline



ISSUES TO CONSIDER

e Different types of pediatric ophthalmology
practices

— Private practice vs academic
— Competition

e Availability of providers

— Comprehensive vs specialists
— OD vs MD

e Children with special needs



POTENTIAL BARRIER-
FINDING A WILLING PROVIDER

 Sometimes difficult
—Practices too busy

—Don’t want to deal with
pediatric problems



POTENTIAL BARRIER-
FAMILIES MAY NOT WANT TO
LEAVE YOUR PRACTICE

e Discuss this a few years before

* Remind families prior to last visit

 Frame it as a good thing
—Sign of maturing



POTENTIAL BARRIER-
HEALTH INSURANCE

e Currently young adults can be on
parents’ insurance plan until age 26

 Medicaid coverage varies

—Usually more difficult to get
coverage when older



MEDICOLEGAL

OK to limit type of care as long as:
No discrimination or violation of ADA
No contractual obligations

If patient physician relationship established
must notify when no longer provide care:

Oral, handout, written letter



MEDICOLEGAL

e Pediatric patients with complex conditions
— Formal handoff recommended
— Coordinate in advance of transfer

— Send information to new MD
— Few but DIFFICULT



THINGS YOU MIGHT NOT
THINK ABOUT:
18 YEARS OF AGE

e Patients are considered adults

—Can make their own health
decisions

e HIPAA rules start to apply at age 18
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Specialized Eye Care for Special Needs Patients: Financial Dlsclosures/ Interests Ob_]ectlves
‘Why it’s Important, Why Everyone Wins, and O -
‘What to Do When Your Patients Age Out of Pediatric Care |
Report the:
O None — except for an interest in the cost ~ [FT7 — j « Demographics
of airfare between Philadelphia and B « Types and prevalence of visual/ocular pathology
= For patients seen in Emory’s outpatient eye clinic patients with
disabilities
Sheryl J. Menacker, MD A
Emory University A Discuss:
e i . Why dedicated eyecare is important for individuals ofallages
March 31,2023 wit abilities
* Whoshould doit
« Howit can be done in both university-based and private
7] EMOR) practice settings

—— . ________________________________|
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* Multispecialty ophthalmology practice|
in suburbsof Philadelphia from
1992-2021

Background

O

Background
(@)

How caring for residents at a residential facility for
individuals with disabilities in the Philadelphia suburbs
morphed into an eye clinic for patients with disabilities at
the Emory Eye Center in Atlanta. . .

Invited to join the pediatric ophthalmology team at
Emory University in Atlanta and happily accepted to set
up a clinic for individuals of all ages with disabilities
because I loved and had experience working with this
patient population and. . .

Woods Services

+ Residential facility for individuals of
all ages with disabilities of any type,
congenital or acquire

In suburbs of Philadelphia

600-800 residents

Annual eye exam mandated by PA

law
Clinic there once/month from
1996-2019

. .truth be told, a great way to visit my kids and grandkids a ‘I
wholived in Atlanta on a regular basis i&ﬂrﬁ ]

Background
(@)

- Intellectual disability due to congenital rubella
- Entered residential facility December 1985 at age 22

Why have a dedicated clinic for patients with disabilities at all?  Always hungry
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First Eye Exam

'+ Yearly eye exams from
1/24/86 by same
examiner

+ NolIOP or dilated fundus
exam documented for 12
yearsuntil...

« Different examiner
4/2/98
-~ Va?LP OD, 20/200 08
+APDOD
-+ Tap420D,2208
DFE: total cup OD,
mc)easedpcuppingOS

+ Blind OD -glaucoma
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3/31/2023

Sarah — just needed a little food

Lynn

O

Was wearing -5.75 + 1.50 X 175 OS; Va 20/200 Allen chart
Cycloplegic refraction OS: -11.50 +2.00 X 165; Va 20/40+3 Allen chart

Glaucoma now managed by glaucoma specialist with topical
medication: Va NLP OD but no apparent further progression 0S
Glaucoma keeps snacks on hand for her — Combos are a favorite. Has
never needed an EUA.

Eventually developed dense cataract OS and had cataract
extraction/IOL 8/14/13

2019 exam: Va OS 20/40+ without correction, I0P’s well controlled

|
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O

52 year old with history of CP due to anoxia at birth
Cared for by mother until age 50, when Mom died

Wheelchair bound

Cannot walk, talk, or care for her needs in any way

Communicates by moving head toward pictures on lap board on her
wheelchair

Presented January 2015 to Emory Eye Center clinic for individuals
with disabilities with aide, who stated she did not think Lynn saw very
well until things were close

Has never worn glasses

Last eye exam was sometime in early childhood

|
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Lynn

Lynn

Cycloplegic Retinoscopy:

OD: -16.50 +1.00 X 80
0S: -15.00 +1.00 X 85

. ________________________________| . ________________________________| . ________________________________|
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O

If all you can do is sit in your wheelchair and look at the
world around you, imagine how much better your quality of
life would be with glasses when you're a -15.00 myope!

Lynn loved her new glasses. . .
Imagine if she had them since childhood.

So, why have a dedicated clinic for patients with disabilities?

O
Because:

Thereis a high prevalence of visualimpairment and ocular
pathology in a large cohort of patients who, for the most part:

« Cannot verbalize if there is any problem
» Cannot be easily examined
» Cannot be followed by ordinary testing

in this patient lation, yet
services and eye care professionals willing or able to provide
them arescarce.

15

Emory Eye Clinic for Individuals with Disabilities

Concept at outset for this clinic:
Win — Win — Win situation

So, how did we do? Was it worth the effort?
Did we really help anyone?

O

Created to fill the void of specialized eye care for this specialized patient
population

To my knowledge, this is the first eye clinic in a University setting
specifically for patients of all ages with disabilities in the United States.

* Began January 2014

+ Patients with non-emergent eye conditions are scheduled when the
clinic is held - once/month from 2014-2017, twice/every other month
since 2018

Patients identified with conditions requiring more immediate
attention or follow up care are referred tothe appropriate
subspecialists.

16

= A win for the patients of all ages with disabilities who get an eye care
service that anticipates their needs and schedules ample time for
examination

« Awin for eye care providers whose busy clinic schedules are structured
around non-challenging patients who can easily converse and follow
directions

» A win for residents who get specific training for how to examine this
demographic.
= Regardless of ultimate ophthalmic specialty, will need this skill set to
examine difficult patients encountered in their careers

. ________________________________|
17

Three years after its inception,

« Patients and their families welcomed a clinic that suited their needs,

« Colleagues utilized this resource for difficult cases, and

« Our ophthalmology residents had the resource available to develop the skill
set needed for challenging examinations.

What we did not know was how much we were helping our patients.

1
18
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So, how did we do? Was it worth the effort?

Retrospective Chart Review

Methods

Did we really help anyone?
- Does data support prior reports of a high prevalence of ocular pathology in
patients with disabilities? Most reports in literature are old.

+ Isthe ability to obtain a full eye exam the exception or the rule in this
patient population?

+ Do our patients have conditions that are mostly treatable or non-treatable?

+ Arewe diagnosing new problems or confirming those we already know
exist?

- Do most patients just need glasses and otherwise have normal exams?

1
19

Results: Study Population

« Total of 188 patients seen at 203 visits
~ 10 patients erroneously scheduled who did not have any disability

« Total number of patients with disabilities included in this study:
178 patients seen at 281 visits

~ 119/178(66.9%) patients were nonverbal
- 11 could communicate through pointing or gestures
- 108/178 (60.7%) patients could not communicate verbally or
nonverbally

|
22

Emory University IRB00092327

Co-investigators: Sheryl Menacker, MD, Alcides Fernandes, MD,
Laura Ward, MSPH

Emory University, Atlanta, GA

- Medical records for all patients examined from January 2014 through
December 2016 were reviewe

o

rip i 5, visual acuity,
examination data,

P

, non-ocular di

All exams were performed in their entirety by the same pediatric
ophthalmologist (STM)

Menacker SJ, Fernandes A, WardL.

. et cularpath
Thorogh examinatiin an eyo elinie o pationts with discbiltis. I AAPOS (S018), 001
Titp o orgfL0 10161 jaapos.2015.06 001
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Full details of the methods are in the handout for how data was

obtained, including:

« Definition of “treatable” vs. “non-treatable” conditions
« Visual acuity

« Intraocular pressure

« Alignment

« Slit lamp exam

« Cycloplegia

« Refraction

« Dilated fundus exam

|
21

DEMOGRAPHICS Overall (n=178)
Sex Male 107/178 (60.1%)
Female 71/178(39.9%)
‘Age at first visit 167 (mean;S0-18.8)
Range 0.4-95 years.
<loyo 99/178(55.6%) 60.1% children
111570 24/178 13.5%) hrogh 19,
203990 35/178 19.7%)
405990 12/178(6.7%)
260y0 8/178 4.5%)
Verbal ability Verbal 59/178(33.1%)
Nonverbal 119178 (66.9%) %

Nonverbal, can | 11/178 (62%)
point/communicate

Nonverbal, cannot | 108/178 (60.7%)
point/communicate

Insurance status | Medicalg 100/178562%) %
Private nsurance. 477178 26.4%)
WMedcare 26/17814.6%)
Ticare 378 0.7%)
Noinsurance/Selfpay | 2/178 1.1%)
New patient 123178 69.1%) %

23

Vautisn 54(30.3%)
Vbown Syndrane 36 (202%)
Cercbral Paly 3107.4%)
ntellectual disabiliy 2012%) 169/17
Vinoother specified diagnosis)

ViNeuropathology 16(9.0%)
VChromosomalgenetic disorder (non-Down) 12 (6.7%)
Stroke 9 (5%
Hy drocephalus 8(1.5%
Diabetes 5(28%
Metabolic discase 58%)
Traumaticbrain injury 5 (28%)
Mitochondrial disorder 16w
Deafness 422%)
Pay chiatric disorder 3G.7%
Encephaopathy 209
Lowessyndrame 1(0.6%)
Parkinson's 10.6%)
Craniofacaly ndrome 1(0.6%)
Hemangioma,vascular 1(0.6%)
Neurofibromatosis 1(06%)

———
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Ability to Obtain Examination Data, n=178 patients

Overview of Results for Visual/Ocular Diagnoses:

n=178 Patients

Overview of Results for Visual/Ocular Diagnoses:
n=178 Patients

A complete exam was possible in the vast majority of 178 patients
Slit lamp exam: VAchieved in 177/178 (99.4%)
Couldnotachievein 1 patient due to cooperation

Cycloplegic refraction: v/ Achieved in 168/178 (94.4%)
Could not achieve in 3 patients due to cooperation
Could not achieve in the remainder due to pathology
(corneal, cataract, retinal detachment, phthisis)

Dilated fundus exam: VAchieved in 171/178 (96.1%)
Couldnotachieve in 4 patients due to cooperation
Could not achieve in the remainder due to pathology
10P: ViCare/Goldmann achieved in 150/178 (84.3%)
=

25

The meat and potatoes of our study results....

26

« 38(21.3%)  hadanormaleye exam

« 140(787%) had pathology or refractive error requiring glasses

B @(70 8%) hadpathology

- Ti(7.9%)  neededglassesbuthadnopathology
« Ofthe patients with pathology,

» 113/178(635%)
«56/13(496%)  werenewly diagnosed
« 71/13(628%)  werenonverbal

- 13/478(7.3%) hadonly non-treatablediagnoses

- 6/13(462%)%)  werenewly diagnosed
« Together, the 113 patients with treatable ocular diagnoses and 14 patients
who needed glasses comprised 127 (71.3%) study patients with a

treatable ocular condition.

|
27
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- N GPHTHALMIC DIAGNOSES _ Overal New iagnosis
Visual/Ocular Visual/Ocular ol -l <
Diagnoses, Diagnoses 285277
v 4112300 s om0
e e i)
et xavop 15,50 7566 )
ertopi 5 2.3%) 400
G Vet Deviton |21 oo
Comergnce ey 211 1%) 1000
Wi by 2110 oo
st i g Ouene’s syndrome | 1(0.6%) /11100%) Amblyopia:
e —_— Ao ) 10 FOTT 2 R
EmES # |G [ EITCTE
512 wsomom 12(67%) 6/12(50.0%) 7/ ‘4‘(7'“ ) .
CE T — se1 P nevlydignesd
e —c sa5n romon
po— e m—T Jo— = o
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& 3 Govcoma s o s [30170 206670
3 oo suspcs rrtowanges 211120 Stt00n)
e FIiv paT
s fatve Sr100m)
ion threatentin,
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Discussion: Who Should Perform These Exams

Refractive errors were not only common, but Circling back to the beginning:
h i it and in what Setting?

dby othertreatable conditions. So, how did we do? Was it worth the effort?

Does data
disabilities? Most reportsin iteratureare old.
VYes. P gy

r 13/85(15.3%)
* + Istheability toobtaina full eye exam the exception o the rulein this patient populatior?
teast1 CLET V Absolutely the rule!
igr 6/85(7.1%) + Doon bl
v Mostl; 3
pathology
et o s e o o knowexist?
e bt 5 o kGt 0% of pathology inclinic, s was
o e . e 0% of non-treatable ocular pathology.
e a
Wik aeo  mo am o VNo. usu
LtOode A A% ne Only 8 buthad an
=80%with

I
31 32

‘What responsibility do we have for our patients with disabilities

Discussion: Who Should Perform These Exams? Discussion: Who Should Perform These Exams? once they become adults?

@he Peikaletghia Baguirrs

. As ization moves tt i ilities into the + Individuals of all ages with disabilities are frequently referred to pediatric
the need for i fortheir eye care ists b ing pati complex,
increases. nonverbal, and uncooperative is the nature of their practice.
« Results of this study justify the recommendation that That's us!
individuals with disabilities should have routi ‘hensi .
Who else does this?

ophthalmic examinations.

« A complete ophthalmic examination is able to be achieved in the . . - "
jority of patients with disabilities. + Comprel 0 5 (e Eoln v ey
vast majority of p disabilities, but time-consuming exams often do not fit wel into busy clinic
-challengi i ily converse
+ The essential elements are having both the time and expertise to and follow directions. 15
e

perform such exams.

. ________________________________| . ________________________________|
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‘What responsibility do we have for our patients with disabilities
once they become adults?

Recommendations: University-based setting

Recommendations: Private Practice

As pediatric ophthalmologists, don’t we have a responsibility to
assure the special needs patients we have followed through childhood
have the resource of adequate eye care when they become adults?

37

We suggest that in a university-based setting, a dedicated eye clinic for
individuals with disabilities staffed by experienced eye care physicians
provides a desirable environment for examination because

» The needs of this patient population are anticipated,
» Adequate time s factored into the schedule, and

» Itprovides the opportunity to teach ophthalmology residents the skills
necessary to perform they will
encounter in their careers.

38

In private practice, setting aside dedicated clinic time for individuals
with disabilities is advantageous—even just one session/month

» Smart scheduling: more time allotted per patient than in a regular
clinic setting

» Physician and staff anticipate special needs

» Helps prevent running behind when a difficult patient is scheduled in
the middle of a busy everyday clinic

|
39

How this works in a university setting

How this works in a university setting

How this works in a university setting

Patients are referred from within the university by:
* O i - ive and i

+ Optometrists

« Neurologists and neuro-ophthalmologists

« Primary care/pediatric physicians

« Genetics

« Other specialties

Patients are referred from outside the university by:

« Primary care/pediatric practices

« Schools

« Specialty centers: Autism, brain injury, other facilities/homes for
individuals with disabilities

 Word-of-mouth

. ________________________________|
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Call center and schedulers must be aware that ONLY patients with
disabilities can be scheduled in this clinic

IMPORTANT: For all new patients, schedulers must write comment of
some sort in the appointment list regarding the type of disability (Down
syndrome, autism, etc.)

Depending on schedulers’ turnover rate or knowledge of your clinic,
mistakes can be made, so be sure you or a designated person checks the
scheduleahead oftime for these comments tossure patients are corrctly
scheduled. Those without a disability will need to be rescheduled to

different clinic. (ROP, strabismus, sickle cell disease/trait, cataract are not
s in and of themselves.)

Patients are scheduled every 30 minutes. Yes, you really need all that
time.

At every 30 minutes, you want to minimize your no-show rate, so
appointments should be confirmed in advance.

Keep a waiting list, if possible, tofill cancellation spots.

Review appointments beforehand (I usually do this 1-2 weeks in advance)

« Toassure each patient scheduled does have a disability and

« You are aware of any diagnosis with which you may be unfamiliar so
you can be prepared. (It's sometimes hard to keep up with the newer
identified genetic mutations and any possible associated eye findings.)

. ________________________________|
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How this works in private practice

How this works in private practice

How this works in both university-based and
private practice settings

Patients are referred from within your practic
*+ Solo practitoner: scheculle your patents with disbils, 11 also an,
opportunity to schedle those who have challenging or fime-consuming
exams.

« Multi-specialty practice:
Patients referred from your
Your own your patiens with dsabilites and others who have
challenging or time-consuming exams

ciates

Patients are referred from outside your practice:

« Primary care/pediatric practices

« Schools

« Specialty centers: Autism, brain injury, other facilities/homes for
individuals with disabilitiés

« Word-of-mouth

.|
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Justlike in a university setting:
Patients are scheduled every 30 minutes. Yes, you really need all that time.

At every 30 minutes, you want to minimize your no-show rate, so
appointments should be confirmed in advance.

Keep a waiting list, if possible, to fill cancellation spots.

Review appointments beforehand (I usually do this 1-2 weeks in advance)

« To assure each patient scheduled does havea disability or is someone you
haveidentified as challenging or needing a time-consuming exam and

+ You areaware of any diagnosis with which you may be unfamiliar so you
can be prepared. (It's sometimes hard to keep up with the newer identified
genetic mutations and any possible associated eye findings.)

44

Patients are seen for non-emergency eye care

‘Those who need routine/regularly scheduled/annual eye care are
followed in your regularly scheduled hours for patients with disabilities,
at whatever interval works for you (weekly, monthly, every other month).

Those with emergencies, need more immediate follow up, or who need
subspecialty evaluation/treatment (Retina, Glaucoma, Cornea, etc.) are
referred to an appropriate physician for treatment.

FINDYOUR PEOPLE and cherish thern!
Not every eye care pro set to treat

patients with disabil ldennfy Wl h.; isgood ith this patient demographic
in yourarea ists,
retina specialists, comprehensive colloagues, etc. whe T kiow and st
these patie

|
45
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How this works in both university-based and
private practice settings

Importance for this patient population

Why have a clinic for individuals with disabilities?

46

Be familiar with resources available for those with disabilities in your
community:

‘Who handles vision services for preschool and school age children?

Early intervention services for children with developmental delays
hildrenveith spcal neds are sl eniled toreceiveaddtions)
ommodaion’ trowgh the pubic sehoots, Diferent Srtes have d ferent cnteria foe lgibilty,
Sl and e o e e o Ut e Focp syt
Slciion i 0 R et PO, e ur sl e iy

Services available for visually impaired adults
Vision requirements for a driver's license in your state
Yourlocal facilities/centers for children and adults with autism

Yourlocal facilities/centers for those with traumatic brain injuries

Acknowledgements
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Many thanks to this study’s co-investigators:
Alcides Fernandes, MD
Laura Ward, MSPH

O

Results of our sludyhlghllghtsthe importance of ye examinationsin
e the
conditions of these patients maynot be curable

» We can prevent additional disability through diagnosis and
treatment of vision-threatening disorders and

» We can eliminate the disability of diminished eyesight by providing
glasses when significant refractive errors are detected.

. ________________________________|
47

Hilton Head Island, SC sunset (that's why I live here now)

O

» We owe it to the Sarahs out there o they don’t go blind because
they were difficult to examine.

» We oweit to the Lynns out there so they don’t have the additional
disability of poor vision because nobody realized they simply
needed glasses.

48

Supplementary slides with data and results from study

Menacker SJ, Fernandes A, WardL. Pmualem:eofummlu-npaumenl ocular
pathology, and ability to achieve a thoror ic for
patients with disabilities.  AAPOS (2019) dor

itps:idol org/10-1016/jaapos 2016.06.001.
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Methods — Data Collection
What Constituted “Treatable” vs. “Non-Treatable” Conditions?

Methods - Visual Acuity

52

Conditions for which treatment by an eye care physician is customarily
available to provide resolution or improvement were designated as
“treatable.

Ocular conditions that were unable to be rehabilitated and non-ocular
visual problems were designated as “non-treatable.”

Inaneffort to delineate amblyopia in children from long-standing
amblyopia in older individuals, an age criteria of 17 years was chosen to
divide this diagnosis into “treatable” vs. “non-treatabie” groups based on
previously published results from the Pediatric Eye Disease Investigator
Group (PEDIG).*

« Visual acuity measured using Lea, HOTV, or Snellen charts in patients
who could cooperate verbally.

« Ifnon-verbal but could cooperate, matched distance Lea or HOTV
characters to a lap card.

« For patients unable to cooperate for such measurement, fixation and
following were assessed by response to visual stimuli. The presence of
afixation preference was determined by preferred eye in those with
strabismus and by base down prism testing when strabismus was not
present.

53

i Methods — Intraocular Pressure
0 |

« TOP first attempted by iCare, with multiple measurements taken if
necessary to document repeatability.

« Ifunsuccessful or results questionable, Goldmann tonometry was then
utilized.

« Finger tension estimate of [OP was documented if unable to be
measured by iCare of Goldmann tonometry.

|
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Methods — Alignment Methods — Slit Lamp Exam Methods — Cycloplegia/Dilation

« Adults: phenylephrine 2.5% and tropicamide 1%

« Children without history of seizures: combination phenylephrine

« lit lamp examination was achieved using portable or standard
2.5%/tropicamide 1%/¢yclopentolate 1% drop or

« Alignment assessed with cover-uncover and alternate cover testing.

equipment 6/trop
« Iffixation or cooperation precluded such assessment, alignment was tropicamide 1% and cyclopentolate 1%
evaluated by corneal light reflexes, measuring with prism when o ) 4
possible when strabismus was present. + Children with history of seizures:
phenylephrine 2.5% and tropicamide 1%, \
)

repeated once in 10 minutes

9
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Methods — Refraction Controversy Methods — Dilated Fundus Exam
« Refractive error was ascertained by cycloplegic streak retinoscopy, Point of controversy: What s a “significant” refractive error? + ndi o .
recorded in plus cylindrical notation, and classified as “significant” if Indirect ophthalmoscopy performed using 20D lens
it met the age- related criteria defined in previously published - o u patients ) )
i With diabilties, bt thér 80 lear efaition ofwhat, exac hi mcans « Direct ophthalmoscopy performed if further assessment needed
. et + Ifno fundus view was possible and cooperation permitted, B-scan
ths Astigmatism Hyperopia Myopia define what *“significant” meant for the purposesof thisstudy. ultrasonography was obtained
1230 200 450 5250 >3350 . ! our
“significant”
31-48 >20D >4.0D >20D >-3.0D omated
48 515D 535D >15D >15D delineatedby - -
- tudy it
i spis

feant
probably toohigh for adults

Donchue 5, Artur B, Neeky F, et
144¢0S. 20131745

| |
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Visual Acuity Visua}é}cuity

JALACUITY - PATIENTS ABLE TO C( ACUITY. TO COOPERATE, n=108/178 (60.7%)
2 | ——— [T ——
How well could our patients see? e ———— o o m ® o w6 o s s
e — wson
and o w— MO e
How often did they need glasses? s — s =2
et — UnsestyFfatowoy =

e . THOSE WITH UNEQUALVISON e
- M bettrinoneeve

g R T CUS M betterinone ove —

- o e FFollow beternoneye —

Unseady FfFolowbetter noneere —

——— . ________________________________| . ________________________________|
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. . . Error by Cycloplegic Reti Astigmatic Refractive Error by Cycloplegic Retinoscopy
Refractive Error by Cycloplegic Retinoscopy =178 patients, unable to be ascertained in 14 eyes OD, 12 eyes 0S n-178 patients, unable to be ascertained in 14 eyes OD, 12 eyes S
. " s
REFRACTIVE ERROR' o o R Spheria Equlnt 05 (1661 7
0 = o
v 55 (30.9%) 50 a ©
YT » =
V| Anisometropia 22(12.4%) 2 2 4 41
v YY) » I s I " =
10 43 22 == - © S 1
- Z - | | [ ] = <
o porh] i .
e har s nostandrd e o gt i e forpuon 21% 182% 30.1% 1% 220% sa% 5%, 5% o +15010<53.00 =300
f ths sty 1 dfined b o age 2 refracive e pergickimes fram 23% 3.0% 8.8%
o
Spherica Equivlntin diopers (D) range: -19.6310.46.75 [
Sphercalequivalent»+5Din 7330 2.18)eves . Astigmatism ranged fromo 108500
Sphercalequivalent -6D1n 36/330 1 1¥)yes; -10Din 18330 (5.5%) % 301/330 (91.2%) eyes had <3Dastigmatism

|
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New Dagnosis Highlights of what we learned about strabismus in patients with
o disabilities in our study:
v

What did we learn?

6/26 (23.1%) } 82/86(95%)
s ls6T%) Some patients
cxodevationwith
ober + =50% of our patients had strabismus, our most common ocular diagnosis
dagnosts

uane’s syndrome

orthe 6 paiens + 2/30f patients with strabismus had other visual /ocular pathology, 4% with
with strabismus, treatable problems

here were aniy s

whodidnot have

€0 ork() + 95%of patients with strabismus had esotropia or exotropia, evenly divided
2uithonya
Luitoniy T + Therewasa high prevalence of strabismus in the 6 disabilities that comprised 95%
of our patients
(Autim, Dovensyndrome, Crebral asy, ntelctun Disbiity, Neuropathology,Genetcdiscder)

—— . ________________________________|
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- Patients with disabilities have a high prevalence of ocular
pathology, often treatable and previously unrecognized.

- Strabismus s the most common ophthalmic diagnosis

ive errors are common, 1 ied by other
treatable conditions.

Trained providers such as pediatric ophthalmologists can achieve
a complete ophthalmic examination in the vast majority of these
patients.

|
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[ransition of Care Workshc ‘ Disclosures

AAPOS 2023 Annual Meeting e Advisory Board - Vyluma
4 Employee - Pediatrix

I’ll be covering two
types of care
transition:

1. Transition of care due to
changing/moving/leaving
practice
2. Transition of care from
pediatric age to adult age

Transition of practice

+ In 2008, Krista Heidar, MD and I made the difficult decision to leave our
practice and venture out on our own.

.« At the time, there were less than 10 pediatric ophthalmologists in Washington
State. ARS Slide #1

+ We chose to move to a suburb of Seattle about 12 miles from the Seattle office
at which we practiced. This was partly our decision and partly because of
restrictive covenants, which are enforceable in WA.

. Now, 15 years later, Dr. Heidar is transitioning again, moving to New Mexico.
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What are your obligations when
changing practices?

Both the individual ophthalmologist and the practice have obligations:

. Steps need to be taken to ensure continuity of care, to prevent allegations
of abandonment, and to make sure all involved ophthalmologists have
access to records in the event that care is called into question.

. You must also abide by your contract, state and federal laws.

https://www.omic.com/leaving-practice-toolkit/

Things to consider in transition

« Decide when to stop performing surgery

. Notify patients about the physician’s departure

. Take over care from the departing physician

+ Protect the medical records

. Review your professional liability insurance policy

+ Notify third parties

Decide when to stop performing surgery

What is best for the patient should drive this decision, not what is best for the
practice or you financially.

, Complex patients need more complex care following surgery: will there be someone

available to do this care?

, Is there someone in the practice who can take over care of the departing physician’s

patients?

, Does the practice have a shared post-operative care protocol?

, Be sure to inform the patient if post-operative care is to be shared!

ARS Slide #2
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Notify patients about the physician’s
departure

Depending on your situation, this could be amicable or could be a point of
contention: a joint letter from the practice and the departing physician is ideal.

. Patient abandonment occurs when a physician fails to provide necessary

medical care to a current patient without adequate justification.

High risk, active and inactive patients may require different types of
notification: use the OMIC toolkit for examples.

There may be state laws that require certain types of notifications: check with
your state medical board.

hetps:/fwww.omic.com/leaving-practice-toolkit/

Key points in your letter to patients

. Explain options when the departing physician will not be locally available for
ongoing care.

, Explain options when the departing physician will be locally available for
ongoing care.

+ Explain how to get a copy of the medical record.

. Inform the patient of any fees for copying and sending the record.

13

14
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Take over care from the departing
physician

- Make sure you have someone in your practice to take over care, or a community physician
where you can refer these patients

. Especially for those with high-risk diagnoses

- Review charts of patients you are taking over before secing the patient or treat each of these
patients as new patients and workup thoroughly

. Exercise caution when discussion previous care or diagnoses
. “Iwas not involved with your care at the time, so I don’t have all the information”
- “There are several ways to treat your condition.”

. “Iwould like to try a different treatment now.”

Protect the medial records
. Practices need to work in good faith with the departing ophthalmologist to
provide access to his/her former patients’ medical records as allowed by law

. There are many federal and state laws to pay attention to with regard to
patient records

» If possible, have a written agreement on medical records

+ Make sure your patients have access to a records release and understand
there may be a cost for this

. Prioritize patient care and safety over all else

15
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Review your professional liability
insurance policy

« You need to make sure you have coverage for any claims that arise from your
old practice: “tail” coverage.

. You will also need to set up coverage for your new practice location and
situation.

Notify third parties
. Reach out to referring doctors and practices with your new information

. Contact insurance and managed care companies, CMS, Medicaid, etc. to
initiate new contracts and terminate old ones

. This takes 6 or more months—do this as soon as you know!

. Notify your state medical board, local county or city organizations, DEA,
etc.

. Change your information with local hospitals and emergency departments
Resist the urge to badmouth your former practice and colleagues!

17
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: hy is this change so hard

In a word: trust
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Concerns about transition: colleagues

. Will our colleagues take as much care with them as you have?
. Will they pay attention to all the details and understand the subtleties?

.« Will they just use the autorefractor for your patient’s refraction?

Concerns about transition: retinoscopy

21
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Never fear: you’ve done your job!

+ You've spent years making sure this patient can see as best as possible for his
or her situation.

. You've done your job.

You can be proud of your work, your relationship with the patient and
family, and it’s time for them to move to the next step in their lives.

Pick good colleagues and make specific recommendations based on your
knowledge of the family.

What age to make the change?

. Ifyou are part of a large system (hospital, university, etc.) you may have no
choice.

. If you can make the decision, consider what’s best for your patients:
. Having a set age (e.g. 18 years) doesn't fit well with life at that age.

. Consider using a life change point in time: graduation from high school,
college, transition program, etc.

23
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Prepare the family
, Start talking about the transition a few years prior
, The year before, remind the family about the transition
. The year of transition, hold their hand through the process
. Give the family the name of an adult colleague near where they live
, Review how to get records transferred to the new provider
, Remember that the family is going through more than just this transition:
, Kid off to college, trade school, etc.

. Changing pediatrician

25
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Prepare your office

. Have a written policy the staff can follow.
+ Allow some flexibility with the policy.

. Bmergencies

+ Insurance issues

. Empower the staff to make decisions with regard to whether the patient is seen
again or not.

+ Make sure that staff know that emergencies or other visits are okay until they
have established care with the adult colleague to whom you've referred them.

Prepare yourself

. It’s bittersweet to have to say goodbye after following a patient for so long.
. You may see them back in the future with their children!

. Each situation is different: try to read the social dynamics and match how
the patient is feeling.

27
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ARS Slide #3

Summary

« Transitions of care are hard and some attention to detail is needed.

« It’s important to remember that what is best for the patient should drive
each decision.

. Use OMIC's free resource to help you and your practice in the transition:
https: omic.com/leaving-practice-toolkit

« Help prepare your patient and family for the bittersweet “graduation” from
your office by talking about it early.

29
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Transition of Care: Ethics Challenges

Alex V. Levin, MD, MHSc, FRCSC

Adeline Lutz - Steven S.T. Ching, M.D. Distinguished Professorship in Ophthalmology
Chief, Pediatric Ophthalmology and Ocular Genetics, Flaum Eye Institute

Chief, Clinical Genetics, Golisano Children’s Hospital and

University of Rochester Medical Center

I. Duty to Care
A. Moral Foundations
Non maleficence (do no harm)
Beneficence (do the best for the patient)
B. What are our obligations? The spectrum...
Good Samaritan
Contracted care
Choice to care
We choose...
Our specialty
Our subspecialty
Our sub sub specialty...
C. Can we ever say no? Absolutely!
As long as...
Nondiscriminatory (e.g., Morgentaler case)
No abandonment
Not malicious
Especially if...
Non maleficence (do no harm)
Beneficence

Il. Transition of care
A. Uphold...
Ethics
Non maleficence
Beneficence
Policy (e.g. no one over a certain age)
Law (e.g. HIPAA)
B. What if options are sub optimal?
Special policy (e.g. extending age limits for certain disorders)
Create resources thru training and advocacy
Systemic response (e.g. adult cystic fibrosis service)
Personal response (e.g. continued consultation/availability)

I11. International Care
A. Many considerations

Financial incentives and medical tourism
Other conflicts of interests (e.g. personal, academic)
Ongoing care at home (non-maleficence)
Consent (language AND understanding)
Cultural sensitivity (“When in Rome...”)
Unrealistic expectations



Transition of Care
In the Context of International Srvice

Daniel J Karr MD FAAO FAAP u
Oregon Health and Science University |
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International Service Experience

* Extremely popular altruistic “Mission” for ophthalmologists
e Ophthalmology resident and fellow applicants-essential part of CV
* Ophthalmology skill sets are highly productive in international setting

* Services provided limited local availability and life-changing for
patients




International Service Concerns

* Short-term one-time vacation project

* Procedures performed which would not be performed
in home country

g * Training experience, often unsupervised, for medical
¢ students residents etc.

* No regulation by host country or interaction with local
)  medical community

* Unregulated research projects
* No documentation of services provided




Medical Tourism

* Major benefit may be for the doctor rather than the patient

 May undermine or compete with local caregivers-risk of long-term
service

* May not adequately consider long-term care and complications




International Service Requirements

Current license and active practice
May need to meet with medical board

Malpractice coverage
Declaration of proposed scope of service =
|dentification of local sponsor



International Service Considerations

* What is in the purpose-goal of the trip?

e Partnership with established organization HCP, SEVA

* In country organizations to consider: Rotary Lions

* What services will be provided. Infrastructure available?

* What happens to your patients after you leave?

* Long-term care for Glasses, PCO, Glaucoma, RD, Infection?




Transition of Care

* Integration with local doctors and clinics from pre trip to completion
 Careful selection of patients

e Education of local providers for both performing procedures and
handling potential complications

* Providing infrastructure with equipment and medications

* Providing post trip support through video conferencing photos and
ongoing training

e Consider training of host country doctors in your facility

* Consider established organizations which have transition of care built
into their program



So You Want to Work Overseas?
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