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TILTING AT WINDMILLS: THE
ROLE AND TRIBULATIONS OF
THE CLINICIAN ADVOCATE IN
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March 15, 1982
Dear Rick,

It was a pleasure to have you on our service. Before you
leave, be sure to check out the FLKs on Eleanor East.

Sincerely,

R. W. Braithwaite, MRMCPCH
Chief Paediatrics Registrar
GOSHC
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JAMA —-

The Jourral of e Amerncan Medical Assocation

Professional & Technical

SEEKING AN EXTRAORDINARY PROFESSIONAL FOR A
leading g:vale. non-profit, non-institutional, non-govemmental
canter: Our center serves mentally handicapped and medecally
fragie individuals and has been a proneer for over four decades
in methodoiogy, programming, and facility, to economically im-
prove the lives of its chents. Today a new generation of service
15 requisite to conbnue in the forefront of these endeavors. We
seek an maginative, aggressive, inventive indwvidual who can,
as required, develop and lead cooperative research, implemen-
taton, cross discipline involvement (including perhaps but not
hmaed to staffs of our local universities, national pharmaceutcal
companies, medical professionals, computer companies, eic)
Our new Habilation center, scheduled 10 be completed in De-
cember 1993, is built for the new generation of service. Cur-
rently, our facilies also include 26 residences with 15 additional
funded and to be built, an Educational Facilty, workshop and
vocatonal traing facility, a major cenler, work devel-
opment and placement facility, and a range medical and
Therapeutic service unit. Please send letter of interest with re-

sume 10 PO Box 2491, Chattanooga. TN 37409



















LEARNING
FROM OUR PATIENTS




The first question which the priest and the Levite

asked was: |f | st p to |p this mMan,
what wi Ihappen to me?

But... the good Samaritan 4.
reversed the questlon F

If | o no sto

wha wﬂFhappen

Martm Luther King Jr.




*
Survey of people
over 95 were asked:
“If you had to live
your life over
again what
would Jdo

differently?”

1. Reflect
more

2. Take
more
risks

{

3. Do more |
things that
someone else
thought were
worthy of carrying
| it on.
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The first step to getting anywhere is deciding
you're no longer willing to stay where you are.




ADVOCACY.

A broad-based analytical approach to problem
solving designed to protect personal and legal
rights, and to insure a dignified existence
The deliberate process of influencing those
who make policy decisions!
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(®H The Children’s Hospital of Philadelphia®

Hope lives here.

“"As an organization, we regret that we communicated in a manner that did not
clearly reflect our policies or intent and apologize for the Riveras' experience. We
are completely committed to the careful review of our processes and written
material to ensure that we are sensitive to the needs of all families, including the
specific needs of families of children with disabilities. While we can unequivocally
state that we do not disqualify transplant patients on the basis of intellectual
ability, and have a history of transplanting children that have a wide range of
disabilities, this event underscores the importance of our responsibility to
effectively communicate with families. We appreciate the role the Riveras have
played in helping us recognize opportunities to improve our communication,”
Michael Apkon, MD, senior vice president and chief medical officer at The
Children’s Hospital of Philadelphia.

CHOP ISSUES APOLOGY



Amelia and Mom awaiting transplant






ADVOCACY ACTION STEPS

*Define the issue

*Get the facts

*Develop an action plan (goals and
objectives)

*Develop and Deliver the Message
*Monitor and evaluate progress
(evaluate your successes & misses!)
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Head Doc @ Tennessee Department
of Intellectual and Developmental
Disabilities




The Nursing Board




The Pharmacy Board
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PROCESS  POLICY
LAWS RULES

COMPLIANCE

GUIDELINES
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Tell Your Story!

*Humans respond to human stories!
*Every story teaches others
*Concentrate on lessons learned from
your experience

*Give enough background so others can
feel what you experienced
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Tennessee Newborn Screening
Profile 2000

* PKU o A
*Congenital Hypothyroidism -
*Galactosemia AR k
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A LITTLE MORE THAN THREE..

Fatty Acid Oxidation Disorders

2,4 Dienoyl-CoA reductase deficiency (DE RED)
Carnitine acylcarnitine translocase deficiency (CACT)
Carnitine palmitoyltransferase I deficiency (CPT-IA)
Carnitine palmitoyltransferase type II deficiency (CPT-II)
Carnitine uptake defect (CUD)
Glutaric acidemia, type II (GA-2)
Long-chain L-3 hydroxyacyl-CoA dehydrogenase deficiency (LCHAD)
Medium-chain acyl-CoA dehydrogenase deficiency (MCAD)
Short-chain acyl-CoA dehydrogenase deficiency (SCAD)
Trifunctional protein deficiency (TFP)
Very long-chain acyl-CoA dehydrogenase deficiency (VLCAD)
Hemoglobin Disorders
Hemoglobinopathies (Var Hb)
S, Beta-thalassemia (Hb S/RTh)
S, C disease (Hb S/C)
Sickle cell anemia (Hb SS)
Organic Acid Conditions
2-Methyl-3-hydroxybutyric acidemia (2M3HBA)

Amino Acid Disorders
Argininemia (ARG)
Argininosuccinic aciduria (ASA)

Benign hyperphenylalaninemia (H-PHE)

Biopterin defect in cofactor biosynthesis (BIOPT-BS)
Biopterin defect in cofactor regeneration (BIOPT-REG)
Carbamoyl phosphate synthetase I deficiency (CPS)
Citrullinemia, type I (CIT)
Citrullinemia, type IT (CIT II)
Classic phenylketonuria (PKU)
Homocystinuria (HCY)
Hypermethioninemia (MET)
Hyperornithine with gyrate deficiency (Hyper ORN)
Maple syrup urine disease (MSUD)













E g choll doe

BO o Congressional Senate must go through
Budget office & a non-partisan
ofite thaasd Wi it el e R ﬂuuugu‘akea/l
andcreating budget estimates i Meetings* .
0 The code of a bill : blatos eodincd chall be

House Repre #in o pass.

Of ;gn(a :v‘pich
| ves  billwas
| €

H. R- 301 [110] odudi could fal 0 necessans, M/uym”

U.S. Constitution Article 1 Section 8

received

could fail IABI“Mh Sl ) 0
o pass. passal Filibuster.
" A Serdtor or group of
T”Es Unlimited debate. Amend- R Servtors delver speeches and ‘hoid” the
s Q‘_S £ X n ¥ X Womiol floce idefinitely hoping the prolonged
\ debatewil prevent passageof abil. Afiibus-
. Y'« ‘444««<‘<<11Y tercanonly be ended fa motion oendits
A 'YY' caried by B0votes a super majorty.
g: PEEIRRALL L
= HORGN 3pprone 36 o > Mhy
MeNdeqt ‘A‘A
: m‘ onbysectononly — A Recongiliation s ot
A Lobhyist s an activst pid by an interest ' n ar’. \ A 1 STVRPSIOTRI  the bucest pocess and aows Congress o

male changes in law 1 conorm with
budgetlevelssetinthe budgetresobution. It
has become an aemative way to pass cor-
tentious kegilation in the Senate because it
‘only fequires a simple majority to pass.*

He/She can also work to change public apinion
through advertisingand other media outiets. ¢

Lobbyist

Reprgsen I
tat‘ve N must report to their respective

i chambers and both HOR and
l_ldudesplma Justifica SEN must pass a report before
tion for bil; eplains how it K
Report cangsectigiwofisacs the bl oes tothe President
A State i / ittt
Legislature Committee Final Reading  Vote on final amendments ﬁnal

Work l &Vote ~  and proposed bilasawhole:
could fail

topass.

| g

MarkUp Himeset

ki be
“Bbed 43 Py
o . ) . &
. Public He: Collect information and testimony §
Meetings i :mﬁ fmmoppmemsajwppam 0 gyt
The President has ten days to 0
Executive sgnabillintolaw orvetoit OR APodcet Vetoocus when
o the bilautomaticall becomes the President faiks to sign a billinto
Branch HOR rasa3s membes LEGEND G e bw AENDd::\gess adjous
ind 20 standing committees. 2 i BEFORE ten days expire.
e 0. Chancefor otbying  PP4 pathof Whi1a2/3 melorky
orginatein HOR. Information Failure Opportunity Ay Bl

A collaboration of Mike With & De







Getting invited to the castle vs storming the

castle:

* Know the decision-makers and what motivates them

» Position the decision-makers to receive the applause

» Stay informed - the landscape is a moving target

« Stay connected - legislative staffers are often reassigned

» Use every opportunity to learn and share information about
the "cause.”







2009 CDC H1N1 Flu Pandemic
High Risk Populations — Anticipated Vaccine Shortages

Children younger than 5, but especially children younger than
2 years old
Adults 65 years of age and older
Pregnant women
People who have medical conditions including:
» Neurological and neurodevelopmental conditions [including disorders of
the brain, spinal cord, peripheral nerve, and muscle such as cerebral
palsy, epilepsy (seizure disorders), stroke, intellectual disability (mental
retardation), moderate to severe developmental delay, muscular
dystrophy, or spinal cord injury].
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CENTERS FOR DISEASE "

CONTROL AND PREVENTION

Dropped from the list..
adults with 1D/DD!!







Incremental Success: Start
with Small Bites
*Comprehensive change
often require perfect
alignment of multiple
variables including luck

*A series of small success
makes the process
manageable and less
daunting










CAMPAIGNL l
LANDMINES

1997 Mobel Peace Prire Colaursate

Aglobal network in some 100 countriésa\ \
Working for a world free of landmineS™ 8




The HEADs UP Act of 2018

f\%those with intellectual 4
and developmental dlsabllltles i

“

MUP



MUP

ENDORSED BY:
* American Medical Association
* American Dental Association
*American College of Physicians
*National Council on Disabilities
*Presidents Committee
* American Public Health Association
*American Academy of Pediatric Dentistry
* American Association on Health &
Disability
*Yada, Yada, Yada




Covidl9
Pandemic

The game changer




Covidl9 Pandemic

() ALERT

VISITOR RESTRICTIONS

NO VISITORS ALLOWED
Until Further Notice

Thank you for understanding as we
take all precautions to help
prevent the spread of COVID-19. 0




Covid19 Pandemic




Covid19 Pandemic




Covid19 Pandemic

AADMD Policy
Paper Initiates
Office of Civil
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Every normal man must

be tempted at times to
spit on his hands, hoist
the black flag, and begin
to slit throats.

H.I. Mlencken
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Project
D.I.M.E.

“Preparing Clinicians
to Provide Competent
Care to Patients with
Disabilities”



	Slide 1: Rick Rader, MD, FAAIDD, FAADM, DHL (hon) Director of Habilitation Center, Orange Grove Center
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12: March 15, 1982   Dear Rick,   It was a pleasure to have you on our service. Before you leave, be sure to check out the FLKs on Eleanor East.   Sincerely,   R. W. Braithwaite, MRMCPCH Chief Paediatrics Registrar  GOSHC 
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18
	Slide 19
	Slide 20
	Slide 21
	Slide 22
	Slide 23
	Slide 24
	Slide 25
	Slide 26
	Slide 27: ADVOCACY:  A broad-based analytical approach to problem   solving designed to protect personal and legal rights, and to insure a dignified existence The deliberate process of influencing those who make policy decisions!  
	Slide 28
	Slide 29: “We don’t waste organs on those kind of kids” 
	Slide 30: “As an organization, we regret that we communicated in a manner that did not clearly reflect our policies or intent and apologize for the Riveras’ experience. We are completely committed to the careful review of our processes and written materia
	Slide 31
	Slide 32
	Slide 33: ADVOCACY ACTION STEPS  *Define the issue *Get the facts *Develop an action plan (goals and objectives) *Develop and Deliver the Message *Monitor and evaluate progress (evaluate your  successes & misses!) 
	Slide 34
	Slide 35
	Slide 36: Head Doc @ Tennessee Department  of Intellectual and Developmental Disabilities 
	Slide 37: The Nursing Board 
	Slide 38: The Pharmacy Board 
	Slide 39: The Medical Board 
	Slide 40
	Slide 41
	Slide 42
	Slide 43
	Slide 44: Tell Your Story!   *Humans respond to human stories!  *Every story teaches others  *Concentrate on lessons learned from your experience   *Give enough background so others can feel what you experienced 
	Slide 45
	Slide 46
	Slide 47
	Slide 48: Tennessee Newborn Screening Profile 2000   * PKU  *Congenital Hypothyroidism  *Galactosemia 
	Slide 49: A  LITTLE MORE THAN THREE…
	Slide 50
	Slide 51
	Slide 52: SCREENED AND SAVED
	Slide 53
	Slide 54
	Slide 55
	Slide 56: Designated Priority Populations
	Slide 57
	Slide 58
	Slide 59: Incremental Success: Start with Small Bites *Comprehensive change often require perfect alignment of multiple variables including luck  *A series of small success makes the process manageable and less daunting 
	Slide 60
	Slide 61
	Slide 62
	Slide 63
	Slide 64:  ENDORSED BY:   *American Medical Association   *American Dental Association   *American College of Physicians   *National Council on Disabilities   *Presidents Committee   *American Public Health Association    *American Academy  of Pediatric D
	Slide 65: Covid19 Pandemic 
	Slide 66: Covid19 Pandemic 
	Slide 67: Covid19 Pandemic 
	Slide 68: Covid19 Pandemic 
	Slide 69: Covid19 Pandemic 
	Slide 70
	Slide 71
	Slide 72
	Slide 73
	Slide 74: Project D.I.M.E.

