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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





Kingdom of Swaziland  
1986



























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! 



Amelia



“We don’t waste 
organs on those 
kind of kids”



“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











Head Doc @ Tennessee Department
 of Intellectual and Developmental 
Disabilities



The Nursing Board



The Pharmacy Board



The Medical Board











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









Tennessee Newborn Screening 
Profile 2000

 * PKU
 *Congenital Hypothyroidism
 *Galactosemia



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/ßTh) 
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 II (CIT II) 
Classic phenylketonuria (PKU) 
Homocystinuria (HCY) 
Hypermethioninemia (MET) 
Hyperornithine with gyrate deficiency (Hyper ORN) 
Maple syrup urine disease (MSUD) 
Nonketotic hyperglycinemia (NKH) 
Tyrosinemia, type I (TYR I) 
Tyrosinemia, type II (TYR II) 
Tyrosinemia, type III (TYR III) 
Endocrine Disorders
Congenital adrenal hyperplasia (CAH) Primary congenital hypothyroidism (CH)







SCREENED AND SAVED







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.”



Designated Priority Populations



             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].

Dropped from the list..

adults with ID/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









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   

MUP



Covid19 
Pandemic

The game changer



Covid19 Pandemic

The AADMD Advocacy Machinery Kicks In!



Covid19 Pandemic

Direct Support Staff Permitted to Accompany 
Patients in the Hospital!



Covid19 Pandemic

The AADMD Advocacy Machinery Kicks In!



Covid19 Pandemic

AADMD Policy 
Paper Initiates 
Office of Civil 
Rights to Insure 
Equity 











Project 
D.I.M.E.
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