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Letter From The President
— Diane Damiano, PhD, PT

SLOGAN AND COMMITTED 
PEOPLE NEEDED to raise 
awareness and research fund-

ing for cerebral palsy and other 
developmental disabilities!

Our Academy consists of busy 
clinicians and/or scientists who 

are committed to improving the lives of children 
with developmental disabilities and their families in 
a myriad of ways. As Dr. Jan Brunstrom stated when 
testifying before the Senate Appropriations Commit-
tee, we are helping these children basically one child at 
a time.  But many people are rightly not happy with that, 
such as Anna Marie Champion and Cynthia Gray, the moth-
ers who started the Reaching for the Stars Foundation and to 
whom we awarded the Cathleen Lyle Murray Award in 2007.  Also not 
happy with the status quo is our own Advocacy Committee which is an amazing group of 
individuals who are advocating for these children very proactively and have been encourag-
ing and challenging our Academy to do more as a group. We all know the famous quote 
that berates good people for standing by rather than taking action when it is apparent that 
action is needed.  Given the prevalence of CP and other related developmental disabilities, 
the pittance that is allotted for research compared to other chronic health conditions or 
childhood diseases is appalling, criminal even.  ACTION IS NEEDED BY ALL OF US 
GOOD PEOPLE!!!   

Historically, the AACPDM has been hesitant to speak too strongly or loudly in fear of 
legal action (which they had been threatened with in the past).  However, by not speaking 
up, we are losing funding for care and funding for science, and many of the smart commit-
ted people who rely on this funding (which is to some extent all of us!) will out of necessity 
need to leave the �eld.  More importantly, children will not have access to the care they 
need and medical advances in the �eld will slowly grind to a halt......UNLESS everyone 
who is involved in the care of these children joins forces and begin to speak up.  All we 
need to do to see what is possible is to look ar what happened to funding for autism when 
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—The Editor’s Notebook

Baby Aroma was born in Lima, Peru, a city of nine million people cramped together in 
a narrow strip of land between desert and ocean.  For years her parents had waited and 
hoped for a child of their own to love and raise.  Those hopes turned to confusion, shock, 
and sadness upon her birth when it was discovered that she had Down Syndrome.  Their 
plans for their family�s future taken from them, they took Baby Aroma home and tried to 
adjust their lives and hearts to having a child with a disability.  It did not take long before 
problems were noted in the feeding and growth of their daughter.  Blood tests showed that 
Baby Aroma had leukemia and the parents� sorrows compounded.  They sought the best 
medical treatment they could �nd but Baby Aroma would die before she was a year and a 
half old.

Eleanore was born in Montana amid the big sky and expansive landscape of the American 
Northwest.  Her parents, too, had yearned for a child to love, nurture, and watch grow as 
she ran across the �elds.  But Eleanore was born with cerebral palsy and would never walk 
much less run across any �eld.  Her waking hours would be spent in a wheelchair which 
would position her to minimize the spasms and undesired movements that characterize 
cerebral palsy.  Her parents 
took her home, surrounded 
her with love and care, and 
built her needs and limi-
tations into the daily life 
of their family.  And so it 
went until six days before 
her twelfth birthday when 
pneumonia would take 
Eleanore�s life from her.

Two lives that contem-
porary culture considers 
without meaning.  Lives 
that consumed and wasted 
limited material and monetary resources with no return to society.  Such is the wisdom 
of contemporary society.  A wisdom founded on the shallowness of a narcissistic culture 
that seeks to satisfy one�s immediate desires, and measures human worth on the success or 
failure of one�s ability to achieve that goal.  It is a modern-day creed that mocks the very 
signi�cance of life.  And it is fundamentally wrong.  For, together, these two children ac-
complished what no army, politician, or businessman could have achieved.  It remains pos-
sibly the most remarkable thing this doctor has ever witnessed.

I am a pediatric orthopaedic surgeon specializing in the care of children with disabilities, 
and I practice in upstate New York.  Four years ago a priest came to our church for a mis-
sions appeal.  He described the work of The Holy Cross Fathers to establish clinics provid-
ing care for children with disabilities in the barrio of Lima, Peru.  I leaned over to my wife 
and said that somehow I was going to be part of that effort.  After Mass, I spoke with the 
priest and requested his card.  Months passed as the demands of my medical practice kept 
me consumed with work.  But I never forgot about Peru and, eight months later, I looked 

Continued on page 4

Canto Grande, a barrio of 900,000 people on the outskirts of Lima, Peru.
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Call for Articles
If you are one of the many AACPDM members that have enjoyed 

the articles in the AACPDM Newsletter and have an interesting 

story to tell; the Publications Committee and Newsletter Editors 

are looking for more articles of the same caliber. Please send a 

brief summary to the AACPDM of�ce for consideration.  

E-mail your article summary to Dr. Joe Dutkowsky at  

jd352@columbia edu.

In this era of dwindling availability of healthcare resources 
for low and middle income people with developmental 
and other neurologic disabilities, the problems of meeting 
medical needs of our patients requires increasingly creative 
advocacy, especially at the state legislative level.  I am there-
fore taking this advocacy newsletter opportunity to describe 
a special organization, the CalNeuroAlliance (CNA), as a 
uniquely creative and effective joint legislative advocacy 
organization for people with neurologic disabilities in Cali-
fornia.

CNA was founded ten years ago by the late Dr. Don Pal-
atucci at about the same time he reestablished the California 
State Neurologic Society (ACN).  His dream, which became 
a reality, was to develop a coalition of ACN neurologists 
to work with administrators, patients, and caretakers of 
as many neurologic condition advocacy organizations as 
wished to join to advocate for the common unmet needs of 
folks with neurologic disabilities in California.  Representa-
tives of the eight to twelve organizations (Cerebral Palsy, 
Multiple Sclerosis, Epilepsy, Huntington�s Disease, Neurop-
athy, Stroke, Traumatic Brain Injury, Hydrocephalus, Par-
kinson�s Disease, ALS, Myasthenia gravis, and the physician 
organization) communicate by email and meet two or three 
times per year to plan a two-day event (one day for educa-
tion and the second for legislative visits) in Sacramento in 
March.  Speci�c areas of need (such as access to primary and 
specialty care, access to DME and medication, long-term 
care, and caretaker and family issues) and associated active 
legislation are analyzed and position papers/talking points 
are created.  Well over a hundred enthusiastic people attend 
these spirited events, many in wheelchairs or with other 
assistive devices.  Teams of three or four people (generally 
a physician. a patient and/or caretaker, and a non-pro�t 
administrator) each visit three to six legislative of�ces by ap-
pointment so that virtually every legislative of�ce is visited 
by a CNA team.  The media usually covers the events and 
stories often appear in the Sacramento Bee and other Cali-
fornia newspapers.  Although dif�cult to measure, our visits 
usually make a difference in legislative support of our issues 
and frequently create a line of communication between key 
legislative of�ces and us.  Participants are exhausted but exu-
berant and grati�ed by their experiences and teams generally 
bond with each other and request to work together year 
after year.

Legislative Advocacy “with One Voice” in California
— Rebecca A. Hanson, MD Clinical Professor of Pediatric Neurology and Orthopedics Center for Cerebral Palsy at UCLA

The bene�ts of this type of advocacy include:
•	 enabling recognition of common needs of people with a 

variety of neurologic conditions

•	 enabling advocacy groups for a variety of �special interest� 
neurological conditions to work together rather than 
competitively resulting in large numbers of people 
speaking �with one voice�

•	 increasing media interest in these diverse groups of 
obviously disabled people working together with their 
physicians

•	 increasing legislative awareness that physicians are so 
concerned about their patient�s needs that they are willing 
to take one or two days out of their busy practices

•	 promoting legislative focus on people with disabilities 
who are willing to overcome a variety of barriers to travel 
to Sacramento to participate

•	 urging multiple organizations to pool resources to afford 
speakers and to obtain discounted hotel and meeting 
rooms.

I therefore suggest that this successful, creative, and enjoy-
able type of advocacy for disabled people in California be 
used as a model for to create similar organizations in other 
states, but with emphasis on development disability disor-
ders.  Just as the American Academy of Neurology has spon-
sored and supported CalNeuroAlliance, AACPDM should 
consider sponsoring and supporting disability advocacy 
organizations at the state level.  
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for the priest�s card.  I had lost it.  Remembering that he was 
a Holy Cross Father I searched the internet and managed 
to contact the Eastern Province of The Holy Cross.  They 
knew who the priest was that I was talking about and put 
me in touch with his Holy Cross colleagues in Peru.  I man-
aged to clear a week in my schedule, bought a ticket, and 
�ew to Lima.

The �ight landed at midnight.  After clearing Immigration 
and Customs I picked up my bag and exited through two 
sliding opaque glass doors into a roped off lane between two 
great masses of people.  In the crowd of humanity I spotted 
a man with a sign that said, �Hello, Dr. Joe�.  I walked up 
to the man, shook his hand, and met Father David Farrell.  
During the early morning ride in the old van to the bar-
rio known as Canto Grande, Father David asked me why I 
was there.  I said I wanted to be useful.  He questioned me 
further.  I asked if they had any children, especially those 
with disabilities.  He said they had a huge number of such 
children.  Then I told him I could be useful.

Later that morning I was taken to a place called, Yancana 
Husay.  Packed into a space surrounded by an out-door 
market and bazaar was an oasis of hope in what appeared to 
be an endless expanse of destitution and crushing poverty.  
Here, brick buildings held classrooms for children to learn 
a skill, or for parents to learn to care for their children with 
special needs.  I saw rooms where disabled children and 

The Bond — continued from page 2

A makeshift seating clinic on the �oor of a makeshift church.

Continued on page 9

people started speaking up and taking action!  �Autism 
Speaks� is a brilliant slogan.  WE ARE CHALLENGING 
OUR READERS TO COME UP WITH A WINNING 
SLOGAN FOR CP!  (Send your suggestions to the AACP-
DM of�ce in order to consider as a group � you could be-
come famous!) Email to: tburr@aacpdm.org by September 
1, 2008.

So how do we as an Academy go about advocating?  First 
we recognized that we needed to learn how to advocate 
and who to partner with in this process. So the AACPDM 
Board of Directors together with  our Advocacy Committee 
invited those we knew who were already advocating for CP 
and other individuals and groups who might be potential 

Letter From The President — continued from page 1

partners in these efforts to a one day Advocacy Think Tank. 
This included families as the primary voice, together with 
an interdisciplinary group of clinicians, scientists, adminis-
trators, policy people and others who could potentially help 
formulate the message and make it heard.  The primary mis-
sion of the AACPDM is to provide scienti�c education to 
medical professionals who care for children with disabilities 
and extending throughout their lifespan.  We believe that 
advocating for the promotion of more and better research 
that will improve the lives of these and future individuals 
are inherent to that mission.  Our next step is to develop an 
AACPDM Action Plan for Advocacy.  We welcome input 
and involvement from each and every one of you!  

adults worked producing goods that could be sold in Peru 
and abroad, and a therapy space where dedicated therapists 
worked to prevent the contractures that cause pain and limit 
children with cerebral palsy and other disabilities.  Visible 
through a hallway were benches in an open space covered 
by temporary metal slabs that acted as a church.  Beside this 
space, a clinic to be named for Brother Andre, the healing 
doorman of Montreal, was being built.

During the next six days, both within Yancana Husay and 
through house calls across Canto Grande with Yancana Hu-
say staff, I saw children with every disability imaginable.  I 
offered what I could knowing the great limitation of treat-
ment opportunities available to the people I worked beside.  
Yet, despite their lack of resources and a clearly impossible 
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ence and training ultimately led to his board quali�cation 
in rehabilitation medicine in addition to pediatrics. This 
was most unusual at the time. 

It was not long before Leon Greenspan became involved 
in many community rehabilitation programs, including 
the New York City Board of Education, and Abilities 
Inc., a facility in Long Island for children with neural 

tube defects established by US Presidential 
Adviser, Hank Viscardi. This put Leon 
in touch with the need for community 
services on the national level. 

We all know how the �eld has devel-
oped. Emphasis on in-patient care has 
given way to extensive community 
out-patient programs, with the obvious 
decline in inpatient centers such as the 
Rusk Institute.  But Leon went a step 
further. He moved beyond the concept 
of individual disabilities and recognized 
the importance of development, both 
normal and abnormal. He wanted to 
emphasize that abnormal development 
can be an early indication of ultimate 

disability. He regularly discussed this with AACP col-
leagues at meetings. And it was during his presidency 
that our academy changed from the American Academy 
for Cerebral Palsy to the American Academy for Cerebral 
Palsy and Developmental Medicine.

Leon Greenspan ((I have been told) had no middle name 
or initial placed on his birth certi�cate. As you can see, 
the B above is in quotes. It is an honorary title given to 
him by friends and colleagues for the Yiddish greeting, 
�bubbala�, meaning variously, �darling�, �good friend�, 
or any other term of endearment, that he constantly ad-
dressed to any and all. He especially used the term with 
his pediatric patients. We all knew him as �Dr. Bubbala�. 

I know he would be proud (and surprised) to have con-
tributed so much when all he wanted was just to help the 
kids in need. And, on parting, he would smile, never fail 
to look you straight on, and softly say, �be well�.  

— Al Scherzer, MD 

Leon “B” Greenspan 
When you saw him you had to smile. There was always 
that infectious twinkle in his eye. And you always wanted 
to share with him some light moment or kidding about 
what was happening at the moment. Above all, don�t be 
pretentious and get too serious or take your self too seri-
ously. Guaranteed, he would quickly move you out of 
any dark mood about yourself, or anyone else for that 
matter.

That was Leon Greenspan, the 1977 
Past President of the AACPDM. As his 
Scienti�c Program Chair, I even had 
some insight into his (occasional) seri-
ous side. His was a most unusual career. 
A Bronx boy, he was in World War 
II service after medical school at the 
University of Michigan. Following dis-
charge, he began a solo home-visiting 
and stair-climbing pediatric practice in 
the area around the Grand Concourse. 
It was tough and a struggle, saved con-
siderably by his wife who kept the of�ce 
going.

Leon was a very sensitive guy, with considerable empathy 
for those less fortunate, especially the kids with handi-
caps like cerebral palsy. He met Dr. Howard Rusk, who 
had almost single-handedly espoused the plight of the 
disabled veteran during WW II, and had established the 
�eld of Rehabilitation Medicine at the NYU Institute of 
Rehabilitation Medicine. Dr. Rusk invited Leon to join 
Dr. Chester A. Swinyard, 1965 AACPDM Past Presi-
dent, to develop and expand the in-patient rehabilitation 
program for children. Quite a set-up with two future 
AACPDM presidents developing children�s rehabilitation 
programs in one institution!

His years at the Rusk Institute were tremendously pro-
ductive, with many innovations brought forward in ther-
apy care, equipment, and orthotics. Leon was instrumen-
tal in bringing a much needed awareness of habilitation 
to the pediatric community throughout the country with 
whom he consulted on a very extensive basis. His experi-

In Memory of Leon Greenspan, MD (1912-2008)
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Advocacy for Children with Cerebral Palsy and Other Disabilities
— Amy Houtrow, MD, MPH

On March 14 2008, members of the AACPDM Advocacy 
Committee and the Board convened in Chicago for an Ad-
vocacy Think Tank meeting.  Many notable invited guests 
were in attendance to give their perspectives on advocacy.  
We left that meeting energized and excited about the amaz-
ing advocacy work being done and how the AACPDM 
can become more involved in advocating for children with 
cerebral palsy and other disabilities.  One of the most im-
portant aspects of advocacy is knowledge.  Therefore I will 
pass on my knowledge of advocacy in this article to prime 
the AACPDM membership as we move toward more active 
advocacy for children with CP.

Advocacy is the act or process of supporting a cause.  Advo-
cacy intends to reduce morbidity, disability, and death and 
improve the quality of life of speci�c groups of people by 
activities not con�ned to clinical settings.  When we advo-
cate, we take the problems we face day-to-day and pursue 
their resolution outside of their place of presentation.  For 
most of us, we inherently know why advocacy is important 
-it seeks to improve the well-being our patients, something 
we all strive for in our clinical practices.  Advocacy can be 
exceptionally valuable because it promotes change at the 
�systems� level and enhances the impact of individual efforts.  

When I re�ect on how I became interested in advocacy, I 
can honestly say my interest has its roots in frustration.  I 
felt like I was in a hamster wheel, running and running but 
getting nowhere with major issues for my patients such as 
access to appropriate therapy services.  I recall the epiphany 
I had one day when I was addressing a problem that I had 
addressed the week before for another patient.  I realized 

that while I can improve things 
for each individual patient, my 
time and effort might be better 
spent if I advocated for systems 
level change.  I could get out of 
the hamster wheel (well, at least 
for a little while). If there is a 
barrier to care that my patients 
were facing, most likely other 
patients were facing the same issue.  I was spending my time 
dealing with individual problems but these problems were 
not unique. While I could usually make a difference for the 
patient I was focusing on, I realized that I wasn�t helping all 
of the other children facing the same problem.  By widening 
my lens, I could see that by spending time advocating for a 
change upstream, I might save time for each individual pa-
tient and make their care better. 

As advocates, we seek avenues beyond clinical practice to 
help affect change.  The upstream factors where advocacy 
can work include laws, regulations, policies, institutional 
practices and standards of care delivery. By focusing energies 
on these factors, we hope to see bene�ts downstream on the 
individual patient level.  Advocacy can occur on many lev-
els.  Certainly we are all familiar with self-advocacy �the �ve 
year old pleading for an ice cream cone is a perfect example 
of someone advocating for himself.  As practitioners we are 
constantly involved in case-based advocacy for our patients 
and many of us are involved in advocacy at the community 
level.  Advocacy can also be directed higher up to address 

Continued on page 7.

Developmental Medicine & Child Neurology e-Alerts

All AACPDM members in good standing will soon be receiving DMCN e-Alerts!

These publication alerts highlight the current issue of the Developmental Medicine & Child 
Neurology (DMCN), the of�cial journal of the American Academy for Cerebral Palsy and 
Developmental Medicine (AACPDM).

Each month�s e-Alert contains a full Table of Contents of the upcoming monthly DMCN journal 
along with information on how to submit an article for publication. To read articles that peak your 
interest, simply follow the links provided (you must have online access to the journal to do this).

Should you ever wish to unsubscribe from the DMCN e-Alerts, instructions will be provided at the 
bottom of each e-mail. 

If you would like more information on how you can receive the DMCN journal, contact the 
AACPDM of�ce at info@aacpdm.org .
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ACPOC
— By Deborah Gaebler-Spira, MD

Recently, I attended ACPOC or the association of children�s 
Prosthetic-Orhtotics clinics annual meeting in Montreal.  
The mission and goal of AACPDM and ACPOC are similar 
and I think complementary.   The mission of ACPOC is to 
be the recognized resource for treatment options provided 
by professionals that serve children with various orthopedic 
impairments found in such diagnosis as limb de�ciency, 
spina bi�da, cerebral palsy and burn.  It is an educational 
association that strives to stimulate research.  The team and 
collaboration are the key elements of their philosophy. The 
membership consists of  prosthetist, orthotists, physical and 
occupational therapists, orthopedic surgeons and pediatric 
physiatrists.   

 The American Academy of Orthopedic Surgeons (AAOS) 
championed an organized approach to juvenile amputee 
management when Dr.Charles H. Frantz in 1956 created 
the Committee on Child Prosthetics Program.  The goal of 
this committee was to raise the standards of prosthetic care 
for children.  Prior to that time, prosthetic components 

were unavailable in pediatric sizes and prescriptions were 
at times delayed until school age.   The Child�s Prosthetic 
Committee expanded to include clinic members and has 
held interdisciplinary conferences since 1972 as the Associa-
tion of Children�s Prosthetics/Orthotic Clinics.  Though the 
community serving the child amputee is small the commit-
ment to excellence and organization around the needs of the 
child and family are strong.

The next meeting is in Tempe, Arizona, on May 20-23, 
2009. If you have another chance to attend a meeting that 
is lively and you would like to be certain to improve your 
practice, I recommend ACPOC. Check out their website at 
www.acpoc.org.   

administrative and regulatory policies.  When advocacy is 
directed in�uencing the voting actions of governmental rep-
resentatives, it is called lobbying or legislative advocacy.

By now, you�ve probably realized that you advocate on some 
level on a daily basis.  Hopefully, you are also realizing your 
desire to increase your advocacy activities with the AACP-
DM.  As an individual or group engaged in advocacy there 
are several steps to take to make your advocacy efforts more 
effective. Step 1 is obvious �decide what to advocate for.  
Once the decision is made, �nd other groups to join forces 
with; this is Step 2.  Coalition building enhances the efforts 
of its members by shared workload, increased resources, and 
the variety of perspectives and expertise brought to the table 
by the coalition members.  Step 3 is credibility building. 
An advocate needs to be the �go-to person,� the person with 
knowledge and expertise.  It is essential to know the history 
of the problem, the current contributing factors, the play-
ers and policy trends.  As the go-to person speak out (Step 
4), use the internet, speak at public forums, put up posters, 
send mailers, and sit on advisory councils or special com-
missions.  Use your voice as the trusted source.  When you 
present your message, make sure it is meaningful, elegant, 
unambiguous, understandable and convincing.  Many 

Advocacy for Children with Cerebral Palsy and Other Disabilities — continued from page 6

people put together an �elevator speech� as it is known in 
the lobbying world.  Running into someone in an elevator 
means that you have a moment to bend their ear for your 
cause.  Be prepared! An elevator speech is a short (30 sec-
onds- 1 minute) polished speech about your advocacy topic.  
You should have no more 3 highlighted take home points 
and be sure to quickly review them and thank the person 
when they step off the elevator. The last step in developing 
an advocacy plan, Step 5, is to develop a good relationship 
with the media.  News releases can quickly raise awareness 
about your issue.  Opportunities for television and radio 
interviews should be taken whenever possible.  These inter-
views often enhance credibility and reach a broad audience.

When building an advocacy plan, develop a strategy.  While 
comprehensive change is dif�cult to achieve, small incre-
mental changes are realistic.  Be pragmatic and prioritize key 
elements.  Focus on the bene�ts to the children and fami-
lies. Try to use real-life examples and explain the impacts us-
ing stories.  Often times, patients and their caregivers are the 
best advocates because of their �rst-hand experience.  Help 
empower patients to become advocates and join forces with 
them. Be knowledgeable, thoughtful, assertive but kind and 
always be an enthusiastic expert.   
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We are pleased to announce that registration for the 62nd An-
nual Meeting is underway! 

The annual meeting provides an international forum for the 
dissemination and exchange of new knowledge, ideas and educa-
tional information. Participants are from all disciplines involved 
in the prevention, diagnosis and care of children with cerebral 
palsy and other developmental disabilities.

SESSIONS
The meeting will feature:

- 72 Free Paper Sessions
- Over 100 Scienti� c and Demonstration Posters
- 32 Instructional Course Lectures
- State of the Science Lectures, and the ever-popular
- Point/Counter Point debates.

The Welcome Reception will be held at the New World of Coca-
Cola Museum on Wednesday evening. The Dinner Banquet is 
being held at the Georgia State Aquarium and promises to be a 
special evening that will conclude with a live DJ, dancing and 
�Casino Night� games.

CME / CEU - AMA PRA Statement
The American Academy for Cerebral Palsy and Developmental 
Medicine (AACPDM) designates this educational activity for 
a maximum of 23.5 Category 1 credits toward the AMA Phy-
sician�s Recognition Award.  Each physician should claim only 
those credits he/she actually spent in the activity.

Other continuing education credits will be offered to: Physical 
Therapists, Occupational Therapists and Nurses.

HOTEL
The educational sessions will be held at the Hyatt Regency Ho-
tel located in downtown Atlanta. To make a housing reservation 
please use this link http://atlantaregency.hyatt.com/groupbook-
ing/aacp2008 or contact the Hyatt by phone 1-404-577-1234.

Please mention the AACPDM meeting to receive special room 
rates for 9/16 -9/20:

Single $169.00 per night
Double $189.00 per night

The deadline to make housing reservations is August 18, 2008. 
Rooms are booking fast!

TO REGISTER
To register on-line for this meeting or to view a copy of 
the Preliminary Program online, please visit the 
AACPDM website at www.aacpdm.org.

We hope that you will join us for this meeting in the 
lovely southern city of Atlanta, Georgia. For more infor-
mation on Atlanta please visit the ATL insider website 
which features news, blogs and forum at: 
atlinsider.atlanta.net 
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Scholarship Announcements

The AACPDM awards annual scholarships to international 
and student scholarships each year so that they may attend 
the annual meeting in hopes to learn more in treating their 
patients. The 2008 scholarship recipients are:

International Travel Scholarships
Kachinga Sichzaya, MD � ZAMBIA; $2,000 

Nancy Nanga, RN � KENYA; $2,000

Elijah Muteti, MD � KENYA; $2,000

Lin Feng, PhD � CHINA; $1,500

Samer El Hage, MD � LEBANON; $1,500

Andrzej Grzegorzewski, MD � POLAND; $1,000

Student Travel Scholarships
Marie-Eve Bolduc  
� Saint Basile le Grand, Quebec, CANADA; $1,000

Lesley Wiart, PT  
� Edmonton, Alberta, CANADA; $1,000

Kwang-Hui Jimmy Chong  
� Manukau, Aukland, NEW ZEALAND; $1,000

Mary Jo Cooley Hidecker, PhD 
 � Charlotte, Michigan, USA; $1,000

Denise Shikako Thomas, MSc  
� Montreal, Quebec, CANADA; $1,000

Congratulations Scholarship Winners! Enjoy the 62nd  
Annual Meeting!  

task, these workers at Yancana Husay cheerfully sought out 
and attended to the needs of disabled children and their 
families in this barrio of 900,000 people.  I marveled at 
their dedication and service to the neediest of this commu-
nity of nearly unimaginable poverty.  I kept copious notes of 
everything from an individual child�s diagnosis to observa-
tions from the buses we rode.  These handwritten notes, I 
was sure, would provide me with the memories to write an 
article for The Holy Cross when I returned.

Upon my return home, I found the realities in Canto 
Grande to be so overwhelming that I couldn�t write about 
my experience for three weeks.  I had received far more than 
I had been given, but could come up with no idea or story-
line that didn�t seem to trivialize the situation or the work 
of the people at Yancana Husay.  Finally, I forced myself to 
sit at my computer.  I looked over at my notes sitting on 
my desk, folded in the envelope I had placed them in before 
leaving Peru.  However, I didn�t reach for them; I couldn�t 

The Bond — continued from page 4

reach for them, and they remain in that envelope on my 
desk to this day.  My mind just wouldn�t let go of the image 
of the face of an infant I had examined on my lap at Yan-
cana Husay.  The face of a beautiful four month old baby 
girl with Down Syndrome named, Aroma.  The penetrating 
beauty of her eyes would not leave my mind and I wrote an 
essay entitled, �The Eyes�, which was printed in The East-
ern Province Holy Cross Newsletter.

Many academy members had worked in third world coun-
tries before so I included an edited copy of �The Eyes� in 
our newsletter.  While browsing through the newsletter, 
Paula Huston, a therapist and academy member in Mon-
tana, read �The Eyes� and gave a copy to her friend, Tamara 
Kittelson-Aldred.  Tamara is an occupational therapist who 
specializes in seating systems for children with disabilities.  
Tamara�s daughter, Eleanore, had cerebral palsy and required 

Continued on page 10 .
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Continued on page 11

such a wheelchair for her daily life before dying of pneumo-
nia.  In their grief, Tamara and her husband, Rick, started 
a ministry of providing and �tting specialty wheelchairs 
for children with disabilities in third world countries, and 
had even done some work in Peru.  Their work is called 
Eleanore�s Project.

Excited at the possibility of working together ,Tamara e-
mailed this doctor she had never met.  She would be going 
to Peru in �ve weeks and she asked if I would arrange for 
her to meet Father David and the workers at Yancana Hu-
say.  I e-mailed Father David and he agreed.  They met in 
Canto Grande and immediately realized that together there 
was a possibility to provide for many of the children with 
profound needs who are served by Yancana Husay.  This 
past fall Tamara e-mailed me again and asked if I would join 
the team from Eleanore�s Project on a two week trip to Peru 
to help �t 200 children with special wheelchairs, the �rst 
50 being at Yancana Huasy.  I readily agreed but could only 
clear my schedule for �ve days.

The trip was nothing short of amazing.  Yancana Husay was 
busy as before but now The Brother Andre Clinic was func-
tioning and the space with the benches where Mass (still 
with the temporary roof ) is celebrated was quickly convert-
ed into a wheelchair clinic.  A team of volunteer therapists, 
students, and mechanical handymen came with their tools 
and two hundred used, refurbished, and new seating sys-
tems for children with disabilities.  Many of the new wheel-
chairs were produced as part of a prison program in South 
Dakota.  Four children, with their families, were brought in 
at a time.  The therapists, students, and handymen worked 
with each of the children to �t them with a specialty wheel-
chair which met their individual needs.  I moved from child 
to child examining them and making suggestions for the 
seating systems based on my examinations.  Children who 
had previously spent their lives lying in contorted positions 
were now sitting comfortably with muscles that could relax.  
Many began using their hands for the �rst time and smiled 

DELETE: The current wording of Article II, Section 3.:
Section 3. Legislative or Political Activities. No substantial part of 

the activities of the ACADEMY shall be the carrying on of propa-
ganda, or otherwise directly attempting to in�uence legislation, 

and the ACADEMY shall not participate in, or intervene in 
(including the publishing and distribution of statements) any 
political campaign on behalf of any candidate for public of-
�ce.

ADD:  The following wording of Article II, Section 3.:
Section 3. Advocacy and Legislative Activities.  

Advocacy to improve the quality of life for those individuals 
and families served by the Academy and its members is in accor-

dance with the purposes of the Academy.  The Academy shall not 
participate in, or intervene in (including the publishing and distribu-

tion of statements) any political campaign on behalf of any candidate 
for public of�ce.  All such activities must not exceed limitations imposed by 

Federal laws and regulations as described in Article II, Section 2.  

Bylaws Notice To AACPDM Membership
PROPOSED BYLAWS CHANGES APPROVED BY THE BOARD OF DIRECTORS TO BE VOTED ON DURING THE ANNUAL MEMBERSHIP MEETING 
THURSDAY, SEPTEMBER 18, 2008  HYATT REGENCY – ATLANTA, GEORGIA
— Robert P. Christopher, MD, AACPDM Historian

The Bond — continued from page 9
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for their parents who responded with a love and excitement 
that transcends cultures or economics.

Saturday morning Tamara and I went to the University San 
Marcos in downtown Lima where we had been invited to 
give lectures on cerebral palsy and seating systems for chil-
dren with disabilities.  By Monday morning, the therapy 
students and their professors were at our sides at Yancana 
Husay.  It was nothing short of amazing.  I had to stop for 
a moment to take it all in.  Here, in the geographic and 
economic center of poverty in a city of nine million people, 
helping disabled children with disabilities, were therapists 
from America working with 
therapists from Yancana 
Husay working alongside 
therapy students from Min-
neapolis and Lima.  It was a 
profound sight on so many 
different levels.  It spoke of 
people coming together to 
meet the needs of others 
without the barriers that 
we too often �nd erected in 
our paths.

Most profound of all, we 
were all there because of the 
lives of two children.  Two 
children who were born on 
different sides of the equa-
tor, in different cultures and 
languages, in distant lands 
and who never met.  Their 
lives did not even share the 
same period of time on this earth.  Two children who came 
into the world with different disabilities and did not live to 
see their adolescence.  Their extraordinary in�uence on the 
lives of children and families in Canto Grande and across 
Peru speaks of a very real bond between Baby Aroma and 
Eleanore.  It is a mystical bond that de�es secular explana-
tion.  They are the saints of the third millennium.  Their 
contemporary martyrdom is a resounding, uncompromis-
ing witness to the indispensable value of each human life.  
Theirs is a siren call of love to a suffering world.

The Bond — continued from page 10

Contemporary society would say that their lives were a 
waste.  Their disabilities and resultant needs made them less 
of a person.  For society, in its wisdom, has a way of deny-
ing personhood to those it wishes to ignore or extinguish.  
Throughout history, and to this day, societies have chosen 
to deny personhood to individuals on the basis of age, 
gender, race, religion, disease, or infection.  This denial of 
personhood strikes at the very foundation of human dignity.  
Without this denial of personhood there can be no condon-
ing or committing atrocities such as slavery, ethnic cleans-
ing, or genocide.

This is not just the story 
of two children.  It is our 
story, yours and mine.  It 
is the story of every person 
who has ever been graced 
with a heartbeat.  For no 
one can voluntarily will 
their heart to beat even 
once.  Each heart beat is a 
gift, and each in his or her 
way, is called to invest their 
heartbeats in the service 
of our brothers and sisters 
in need instead of chasing 
transient petty pleasures.  It 
is a chance to risk encoun-
tering our neighbor and 
thus learn to love ourselves.  
It is an opportunity to �nd 
ful�llment in a way that 
renews society and elevates 

culture.  For we also are part of the mystic bond that unites 
Baby Aroma and Eleanore

Such is the wisdom of a better world.  

Joseph Paul Dutkowsky, MD

Newsletter Editor

jd352@columbia.edu

Examining a Peruvian child with cerebral palsy in preparation for seating.
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2008 Calendar of Events
For the most up-to-date information, visit www.aacpdm.org.

AUGUST

12 	 AACPDM Grand Round
Life Expectancy in CP 
Presented by: Robert Shavelle PhD 
Location: Online Webinar 

	 Details: www.aacpdm.org

SEPTEMBER

16-17	 Aging in CP Workshop, held prior to
The 62nd Annual Meeting (listed below).
[Only limited to 100 observers.]

17-20 	 AACPDM’s 62nd Annual Meeting
Location: Atlanta, Georgia

	 Details: www.aacpdm.org

OCTOBER

14 	 AACPDM Grand Round
Assistive Technology 
Presented by:Donn Hilker, MA
Location: Online Webinar 

	 Details: www.aacpdm.org

20-20	 SDBP 2008 Annual Meeting
Location: Cincinnati, OH

 	 Details: www.sdbp.org

555 East Wells Street, Suite 1100
Milwaukee, WI 53202 USA

OCTOBER

 25 	 AACPDM Tutorial
Comprehensive Management of Brachial Plexus Palsy

 Presented by: Maureen Nelson, MD; Nancy Murphy, OTR, Art 
Armenta, MD, Edward Berzin, MD
Location: Levine Children’s Hospital, Charlotte  NC

	 Details:www.aacpdm.org

NOVEMBER

11 	 AACPDM Grand Round
Bimanual training HABIT 
Presented by: Andy Gordon, PhD
Location: Online Webinar 

	 Details: www.aacpdm.org

DECEMBER

9 	 AACPDM Grand Round
Advocacy for people with Cerebral Palsy & other 
disablilities 
Presented by: AACPDM Advocacy Committee
Location: Online Webinar 

	 Details: www.aacpdm.org
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