
The 
decade 

of 1983 to 1993 will be recognized 
as one of the pivotal decades for 
increasing the knowledge base and 
understanding of the cause and diagnosis 
of Prader-Willi syndrome (PWS), a 
rare obesity-related genetic disorder.  A 
search of Pubmed (www.PubMed.com) 
revealed that 479 research articles were 
published on PWS during this time 
frame.  Leading the decade was a report 
by Butler and Palmer in 1983 using 
differences in chromosome 15 staining 
properties in PWS families found 
that the chromosome 15 donated by 
the father led to the chromosome 15 
deletion seen in the child with PWS 
even though the father’s chromosome 
15 was normal. Studies using high 
resolution chromosome analysis showed 
that the majority of individuals with 
PWS had the deletion of the 15q11-q13 
region.  The discovery that the 
chromosome 15 donated by the father 
led to the chromosome 15 defect in 
PWS began the pursuit to unravel the 
genetic mystery behind the cause of this 
syndrome.

The years between 1984 to 1990 
lead to multiple investigative reports 
(e.g., Bray, Cassidy, Butler, Wenger, 
Ishikiriyama, Mattei, Eiholzer) on 

about 200 individuals diagnosed with 
PWS leading to improved description of 
clinical characteristics and cytogenetic 
findings in this rare genetic disorder.  
During this interval, several clinical 
cohorts and cytogenetic correlation 
studies involving the deletion versus 
non-deletion status were reported and 
less variation was found in clinical 
presentation and hypopigmentation 
noted in those with the chromosome 
15q11-q13 deletion compared with 
those having normal appearing 
chromosome 15s. Different chromosome 
15 rearrangements were also reported 
during this time and included inversions, 
translocations and duplications 
utilizing high resolution chromosome 
techniques. In 1987, several reports with 
important discoveries were made which 
led to a better understanding of the 
genetics, clinical phenotypic description, 
behavioral/psychiatric aspects and 
recognized emotional problems. The 
first use of growth hormone to treat the 
short stature in PWS was also reported 
by Lee, Angulo and others.  

During this productive era, the 
recognition of  Angelman syndrome, 
an entirely different clinical disorder, 
was reported with the same appearing 
15q11-q13 deletion but of maternal 
origin.  This observation of a separate 
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40 Year Flashback condition with the same cytogenetic 
defect inspired additional research and 
interest in the study of rare disorders.  
Increased research led to the discovery 
of new genetic principles with the 
application of newly identified DNA 
markers from chromosome 15 and 
molecular genetic techniques. Rare 
familial cases of PWS were reported and 
recurrence risks proposed for genetic 
counseling purposes. In addition, obesity 
and hypogonadism, cardinal features in 
PWS, were further characterized along 
with precocious puberty and the risk for 
scoliosis.  Reports on body composition 
measures, fatness patterns, nutrition 
and energy expenditure studies were 
also generated during this era including 
studies in infants diagnosed with PWS.  

In 1989, Nicholls, Knoll, Butler and 
others reported studies using recently 
identified polymorphic DNA markers 
from the 15q11-q13 region in those with 
PWS having only normal appearing 
chromosomes.  Their research searched 
for subtle deletions not detectable using 
cytogenetic techniques and discovered 
that chromosome 15 did not show 
submicroscopic deletions in those with 
normal appearing chromosomes but 
found that both chromosome 15s came 
from the mother, coined uniparental 
maternal disomy 15. This surprising 
observation was combined with our 
knowledge of the paternal origin of 
the chromosome 15 leading to the 
deletion seen in PWS and discovery 
of the same chromosome deletion in 
Angelman syndrome (AS) but from the 
mother. Hence, the genetic mystery 
was unraveled and both PWS and 
AS became recognized as the first 
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Be part of 
something great and 
hold your own On 
The Move (OTM) 
event. This year is the 
40th year of PWSA 
(USA) helping our families through funding research, family 
crisis calls, awareness, advocacy and education programs. Our 
goal is to hold 40 OTM events during our 40th year!  We are 
continuing to help save and transform lives and On The Move 
is a vital part of our efforts.   Your involvement in OTM as an 
event organizer, fundraiser and participant means 
everything to the PWS community.

Here are a few reasons to conduct an On The 
Move event:

• Raises critical funds for vital research, family 
support, advocacy, awareness, and education

• Win great prizes!
• Includes an element of physical activity and 

community camaraderie
• Great way to get friends, family, neighbors, co-

workers together for a fun event

• All of the 
funds raised 
will go towards 
helping those 
affected by PWS 
both locally and 

nationally
• Can be held by state chapters, individuals, and groups
• Terrific way to spread awareness and for local chapters to 

gain visibility
• You can raise maximum funds for minimal expense

• PWSA (USA) development team is here 
to help you as you move along in the process; 
we can provide you with the support needed 
to make your event great

• We can set you up a personalized 
webpage for you and for your participates that 
will allow you to collect online donations

• Our event kit and staff support provide 
the direction you need to organize successful 
event

Fundraising

Be part of something great and hold your own On The Move (OTM) event!
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Option 1: Organizing Your Own Event
Planning your own event is a great way to be a part of On The Move. 

A community walk is a fun event where people in your local community 
can come together to support PWS in a friendly atmosphere. While 
our priority is walk events because of their proven success, our staff can 
also help you with other fundraisers like, golf, bowling, and dinner/
auction events. We will create a personal webpage for you to use to solicit 
donations online and to spread the word through social media and 
emails. If you’re planning to have your own event:

1. Contact PWSA (USA) to obtain the On The Move event packet 
which will provide all of the necessary information and resources to have 
a successful OTM fundraiser

2. Submit the OTM Event Agreement (within the event packet) to 
lgilliland@pwsausa.org

3. We will create a FirstGiving event page for you and list your event 
on our national and On The Move websites

4. You can customize your event page with pictures and personal 
stories (if you are not great with computers, we can do it for you!!)

5. Spread the word by sending out emails and posting to your social 
media networks with the easy to use tools for registration and donation

Option 2: “eWALK” 
Virtual Walk

For the very first time, PWSA (USA) is 
holding a virtual walk. If you do not have time 
for an event or if there is not an event in your 
area then this is the perfect choice for you! 
This option is easy for spreading awareness and 
raising much needed funds. Our development 
team at PWSA (USA) will help you 
throughout the whole process and create your 
own virtual walk fundraising website page. 
You can set the date to make it live and how 
long you want to keep the page live.  

Your personalized online fundraising page 
will generate funds and awareness through 
email, social media, friends, family or even 

just talking to a complete stranger in the 
community about PWS and your efforts.  All 
someone will have to do is go to your page and 
donate to your event. It’s that simple!! If you’re 
planning your first eWALK OTM virtual 
walk:

1. Contact Leanne Gilliland or Donny 
Moore via email at lgilliland@pwsausa.org or 
dmoore@pwsausa.org 

2. Call us at 800-926-4797 and speak 
directly to Leanne or Donny

3. We will create your own online giving 
page and help you through the process on how 
to personalize your event page 

4. We will send you your very own eWALK 
step by step guide that will give you all the 
information and tips to help you along the way

5. Start sharing with your friends and 
family through email and social media tools

■

Fundraising
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Dr. Merlin Butler – 
PWS Researcher & Publisher Extraordinaire

As most of you know, Dr. Merlin Butler is a geneticist who is the Chair of our PWSA (USA) Scientific Advisory Board. What 
you may not know is that he has published more on Prader-Willi syndrome than anyone else in the world! Below are abstracts from 
some of his recent publications that have been written for us by Dr. Butler with the assistance of Dr. Ann Manzardo, a research 
colleague in Kansas City.  In the last Gathered View edition, we recognized his publication of growth charts for non-growth 
hormone treated PWS, and he is currently (along with statistician Jaehoon Lee, Ph.D.) completing the work on a publication of 
growth charts for those with PWS treated with growth hormone. This work is funded by PWSA (USA) thanks to a grant from 
Pfizer. So, between November 2014 and February 2015, Dr. Butler has have been one of the primary authors in the publication of 9 
research articles and/or book chapters on PWS (3 abstracted below) and 8 other non-PWS genetic articles. Due to space limitations, 
we do not have the ability in this edition to abstract another important article recently written by Dr. Butler and published in the 
American Journal of Medical Genetics, “Increased Plasma Chemokine Levels In Children With Prader–Willi Syndrome”.

 We are very proud to have such a close working relationship with Dr. Butler, and are grateful for the hundreds of hours of volunteer 
time he yearly donates to PWSA (USA).

              Janalee Heinemann, M.S.W.; PWSA (USA) Coordinator of Research & International Affairs

examples of genomic imprinting in 
humans in which gene activity or the 
differential expression of the genetic 
information depends on the parent 
of origin.  Hypopigmentation was also 
seen in those with the chromosome 
15 deletion in both syndromes which 
supported the role of this chromosome 
region in pigment production. In the 
early 1990s, behavioral characteristics 
were further described and syndrome-
specific growth charts developed for 

PWS along with the frequency of 
maternal disomy 15 established. PWS 
became recognized as the most 
common known syndromic cause 
of marked obesity supported by 
metabolic, biochemical and endocrine 
surveys.  

Detailed molecular studies in 
PWS led to the discovery of DNA 
methylation testing for the diagnosis 
of PWS and AS reported by Driscoll, 
Nicholls and others in 1993.  The 
consensus diagnostic criteria for PWS 
was also reported in the same year by 

Holm and others and became one of the 
most highly cited papers in pediatrics 
in the past 50 years. The development 
of fluorescence in situ hybridization 
(FISH) and molecular cytogenetics 
led to further characterization of the 
small deletions in the 15q11-q13 region 
in both PWS and AS which helped 
in the discovery of a number of other 
microdeletion syndromes, thereby 
advancing and expanding the field 
of medical genetics and syndrome 
identification. ■

40 Year Flashback, continued from page 1

PWSA (USA) Medical and Research View – Making a Difference!

Coding and 
Noncoding 
Expression Patterns 
Associated with Rare 
Obesity-Related 
Disorders: Prader–
Willi and Alström 
syndromes
Merlin G. Butler, Kun Wang, Jan D. 
Marshall, Jürgen K. Naggert, Jasmine F. 
Rethmeyer, Sumedha S. Gunewardena 
and  Ann M. Manzardo; Dove Press 
- Advances in Genomics and Genetics 
Jan 2015 This research was partially 
supported by a grant from the Prader-

Willi Syndrome Association (USA) 
Hyperphagia, or profound food 

seeking, and obesity are key features 
of several rare genetic obesity-related 
syndromes. Prader-Willi syndrome 
(PWS) is caused by a failure of gene 
expression in a critical region of 
chromosome 15 inherited specifically 
from the father and not the mother 
through complex genetic mechanisms. 
The region has a characteristic “imprint” 
that results in the activation of a different 
set of genes on the mother’s versus 
the father’s chromosomes. PWS most 
commonly results from a deletion or loss 
of the region inherited from the father, 
but may also result from a loss of the 
regulatory imprint for a variety of other 
reasons, including the inheritance of 
both chromosome 15s from the mother.

Alström syndrome (ALMS) is 
another rare and complex obesity-related 
syndrome (a subset has the significant 
hyperphagia similar to PWS), with 
very severe multiorgan disturbances 
resulting in loss of hearing and sight and 
eventually multiorgan failure leading 
to death. ALMS results from a simple 
“loss of function” mutation of a single 
gene (ALMS1) which is known to 
impact ciliary proteins – needed for the 
transport of biological materials in cells. 
Even though scientists understand the 
genetic causes for these illnesses, there 
are still many questions about how and 
why the specific genetic changes produce 
the symptoms that we observe and how 
we might intervene to change the disease 
course. 

continued on page 5
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PWSA (USA) Medical and Research View – Making a Difference!

Butler, continued from page 4

To improve scientific understanding 
of biological pathways that control food 
intake, energy balance and obesity, we 
used state-of-the-art genetic technology 
to examine gene expression patterns in 
PWS, ALMS and obese adult males 
compared to non-obese control males. 
Gene expression patterns were studied 
by measuring the amount of gene 
product composed of RNA (a close 
cousin of DNA) that is present in living 
blood cells. These products include 
RNA from both “coding” genes (that 
eventually code for protein produced 
in the cell) and “noncoding” genes 
(including snoRNAs in the SNRPN 
region of chromosome 15) that function 
to regulate how much coding RNA 
“message” is made and converted 
into protein and in what form. Our 
examination used highly sensitive 
methods able to detect millions of 
different coding and noncoding RNA 
molecules and estimate their levels in 
living blood cells.

Using very stringent conditions, 
our study found relatively normal 
coding gene expression patterns in 
PWS and obese individuals. Levels 
of snoRNA from genetic material in 
the SNRPN region of chromosome 15 
were low in PWS which is the defining 
feature of the disorder. This result is 
consistent with the role of the SNRPN 
region in the “processing” rather than 
the “production” of RNA message for a 
specific subset of genes with a relatively 
limited scope of activity. Obese males 
also showed reduced blood cell levels of 
RNA message for the metallothionein 
protein complex which is involved in 
the transport of toxins out of cells and 
may reflect an increased vulnerability to 
damage from metal toxins. In contrast, 
we found 231 separate genes to be 
elevated in ALMS compared to control 
male subjects. These genes impacted 
basic cellular functions such as cell 
division, gene expression mechanisms, 
and development. Additionally, 124 

genes were found to be reduced. These 
genes were involved with cellular 
metabolism, immune responses, and 
cell communication. The data suggests 
that ALMS1 gene activity directly 
impacts protein synthesis for a broad 
range of gene products, and loss of 
ALMS1 profoundly changes protein 
levels produced in the cell, severely 
impacting their function. The high 
number of gene and noncoding RNA 
disturbances seen in ALMS contrast 
with observations in PWS and obesity 
and may reflect the progressing 
multiorgan dysfunction associated 
with ALMS disease processes.  ■

Clinically Relevant 
Known and 
Candidate Genes 
For Obesity and 
Their Overlap With 
Human Infertility and 
Reproduction
Merlin G. Butler & Austen McGuire & 
Ann M. Manzardo, Journal of Assisted 
Reproduction and Genetics –2015
Partial funding support was provided 
by the Prader-Willi Syndrome 
Association (USA) through the Headley 
Family Scholarship

The study of genetic obesity 
syndromes like Prader-Willi syndrome 
has helped in the identification and 
characterization of causative genes and 
molecular mechanisms related to obesity 
and hyperphagia such as SNRPN, and 
the leptin/melanocortin pathways. A 
large number of causative genes are 
now known, but individually these 
genes only explain a small percentage of 
obesity seen in the general population. In 
addition, there is a great deal of genetic 
overlap with biological systems that 
are impacted by obesity. For example, 
obesity in women can alter reproductive 
hormone function and numerous 
biological processes impacting fertility 
and reducing the ability to conceive 

and sustain a pregnancy to term.  
Genetic dissection of obesity and its 
interface with infertility will help 
to characterize disease mechanisms 
and processes and provide new 
targets for drug design and therapy 
leading to earlier diagnosis, potential 
treatment strategies and prevention 
in individuals with obesity and/
or infertility, including those with 
Prader-Will syndrome. Our published 
report provides a high resolution image 
of human chromosomes referred to as 
“ideograms” which are labeled with 
the location of gene symbols using the 
most updated list of 370 documented 
obesity-related genes with several 
overlapping with human infertility as 
identified through a systematic search 
of literature and computer web sources. 
The image provides a broader view of a 
large amount of genetic information in 
the field of obesity and infertility in a 
convenient format for the readership to 

compare the location and distribution of 
genetic biomarkers with support by the 
master list of genes in alphabetical order 
and description in tabular form. The 
authors encourage the use of this current 
collection of clinically relevant candidate 
and known genes in their evaluation of 
patients and families to enhance clinical 
application and relevance. 

The ideogram for chromosome 15 
with the location of obesity-related genes 
is shown above. ■

continued on page 6
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PWSA (USA) Medical and Research View – Making a Difference!

The 15q11.2 BP1–
BP2 Microdeletion 
Syndrome: A Review
Devin M. Cox †,* and Merlin G. Butler
International Journal of Molecular 
Sciences – Feb. 2015

Research on Prader-Willi (PWS) 
and Angelman syndrome (AS) has 
led to discoveries about the different 
genetic subtypes of these disorders 
(type I deletion, type II deletion, 
uniparental disomy, imprinting center 
defect). This research led to evidence 
that those individuals with PWS or AS 
and having the larger type I deletion 
were typically more severely affected 
than those with the smaller type II 
deletion. The extra deleted region 
in the type I deletion is between 
breakpoint 1 (BP1) and breakpoint 
2 (BP2) on the proximal long arm of 
chromosome 15 and contains four 
genes (i.e., TUBGCP5, CYFIP1, 
NIPA1, NIPA2). This discovery led to 
expanding research into individuals 
with this specific region (from BP1 
to BP2) deleted, but without PWS 
or AS. Those patients with only the 
15q11.2 BP1-BP2 microdeletion can 
present with developmental and language 
delay, neurobehavioral disturbances 
and psychiatric problems. Autism, 
seizures, schizophrenia and mild 
dysmorphic features are less commonly 
seen, but can be present. The 15q11.2 
BP1-BP2 microdeletion, or Burnside-
Butler syndrome, is now emerging as a 
recognized disorder. This microdeletion 
is seen in approximately 1% of patients 
presenting for chromosome microarray 

analysis, which is two to four times more 
often than seen in controls or individuals 
without any symptoms. 

Review of clinical features from 200 
individuals from the literature with this 
microdeletion showed developmental 
and speech delays in about 70% of 
cases; dysmorphic features in about 
50%; and writing, reading and memory 
problems in about 60%. Verbal IQ 
scores of less than 75, general behavioral 
problems and abnormal brain imaging 
were seen in about 50% of cases. Other 
clinical features seen but not considered 
as common were seizures/epilepsy, 
autism spectrum disorder, attention 
deficit disorder (ADD)/attention 
deficit hyperactivity disorder (ADHD), 
schizophrenia/paranoid psychosis and 
motor delay. Not all individuals with 
this microdeletion are clinically affected, 
yet the collection of findings appears to 
share biological pathways and presumed 
genetic mechanisms. ■

Butler, continued from page 5

Videos to Watch!
Earlier this year IPWSO and the Prader-
Willi Syndrome Association of Ireland 
joined forces to make four educational 
films.

These have now been released and are 
available on our PWSA (USA) website via 
YouTube as follows:
New Diagnosis: 
by Dr. Suzanne Cassidy

http://youtu.be/cHPe-zb8vU4

Growth Hormone: 
by Dr. Charlotte Höybye

https://www.youtube.com/watch?v=q9
i6ygajeL0&feature=youtu.be

 

Dietary Management:  
introduced by families

http://youtu.be/FTzPCsLEGuM
 

Behaviour and Mental Health: 
by Professor A. J. Holland

https://www.youtube.com/
watch?v=5MfuGXRXSKY

 

We hope you will share these and use 
them for educational purposes. ■

ATTENTION Federal Employees!
If you work for the Federal government, the Combined Federal Campaign (CFC) is a program 

through which you can give to the charity of your choice. The campaign’s mission is to provide “all federal 
employees the opportunity to improve the quality of life for all.” PWSA (USA) CFC ID# is 10088.

For more information about the CFC program and how it works, go to their Web site at http://www.opm.gov/cfc/index.asp, 
or contact the PWSA (USA) office at (800) 926-4797 and ask for Debi Applebee. ■

“A new morning means
 a new beginning, 

a new struggle, 
a new endeavor, 

but with God by our side, 
we can overcome 

any challenges and 
turn obstacles 

into stepping stones.”
– anonymous

                          
contributed by Clint Hurdle
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Annual Meeting of the 
PWSA (USA) Advisory 
Board
By Ken Smith, Executive Director, PWSA (USA)

In January six members of the PWSA (USA) Advisory 
Board converged on Sarasota and the national office for their 
annual meeting.  These young adults were there to address 
issues and offer their unique opinions from the viewpoint of 
people who have PWS.

If you are not familiar with the Advisory Board, here’s a 
little history. 2003 was an important year for PWSA (USA).  
The PWS community gathered for the 25th national conference, 
held in Orlando on the Fourth of July. Clint Hurdle, currently 
manager of the Pittsburgh Pirates, connected with PWSA 
(USA) because of the birth of his daughter, Madison, who 
has PWS.  And the very first meeting of the PWSA (USA) 
Advisory Board was held at that conference where they were 
introduced and participated in the general membership 
meeting and luncheon.

David Wyatt, Ken Smith, Mary K. Ziccardi and Janalee 
Heinemann were their advisors. We all grieve the loss of David 
but are happy to have Evan Farrar as an advisor. A few of the 
eight adults with PWS on that first Advisory Board are still 
serving, and some different faces have appeared.  Trevor Ryan 
from California is a brand new member. 

Mary K. wrote for the Gathered View in 2003, “Each 
participant shared his or her past and current residential and 
vocational experience, and successes and disappointments 
were openly and enthusiastically debated within the group.  
Interestingly, members said they do not wish to live or work 
completely independently, agreeing that they feel happier 
and healthier when supervision and support are consistently 
provided.”

This year, in addition to trips to the beach and other 
activities, the group conducted a live Facebook chat, answering 

questions from people in the PWS community about a variety 
of issues. They also helped to develop a new handout that 
PWSA (USA) is creating for schools to support students with 
PWS.

Like the rest of the world, not everyone lives up to their 
potential, but seeing what these young adults have done and are 
doing may give a large measure of hope to parents of little ones 
who wonder and fear for their child’s future. We offer bios of 
half the Advisory Board members in this issue and will follow 
up with the other four in the May-June Gathered View.  Meet 
Trevor Ryan, Conor Heybach, Lauren Lange and Brooke Fuller:

Hello, my name is Trevor Ryan 
and I am 25 years old. I live in 
Newhall, California, with my mom 
and dad. I have two sisters, Crystal 
and Danielle. Since graduating from 
high school, I work at a company 
named AMS. They are a fulfillment 
company that processes online 
orders for many products such as 
Tom’s Shoes and Paul Mitchell hair 
products. My job is to make boxes 
to ship the products and also sort 
inventory. Almost every day after 
work, I go to the gym to work out. My favorite things to do 
include hiking, reading, going to the gym, swimming, using 
my computer and spending time with my family. I am excited 
to start working with the Advisory Board!

Brooke Fuller lives in Grand Rapids, Michigan where 
she is an active member of the community.  She holds an 
associate degree from Davenport 
College in Accounting.  She is 
a board member of the ARC-
Kent County and serves on the 
Recipients Rights Committee 
of Network 180/Kent County 
Community mental health.  
She holds a certificate in Peer 
Support mentoring from the 
Developmental Disabilities 
Council of Michigan and has 
participated in Self-Determination 
training through the Michigan 
ARC network.  Brooke regularly 
speaks to service providers and 
classrooms about various topics 
related to her life.  She is a 
thoughtful advocate for herself and 
others. She is an avid swimmer and Special Olympics athlete, 
who also enjoys walking, taking care of her three cats, and 
traveling.

Executive Director View

continued on page 8

left to right: Shawn Cooper, Abbott Philson, Ken Smith, Conor Heybach, 
Kate Kane, Mary K Ziccardi, Brooke Fuller, Lauren Lange
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Lauren Lange received a 
very late diagnosis of PWS at age 
16. Due to a traumatic birth and 
two episodes of asphyxiation/
resuscitation, the resulting brain 
damage caused physicians to 
overlook any other diagnosis. At 
age 16, already obese, Lauren 
received a diagnosis of Type 2 
Diabetes and subsequently was 
referred to the Emory Genetics 
Clinic where she received her 
diagnosis of PWS. That same 

year, 1997, she spent three months at The Children’s Institute 
in Pittsburgh, which was extremely helpful in educating her 
family about her needs.

While her school years were particularly difficult, after 
high school Lauren began her active volunteering career. She 
volunteered for many years at Children’s Healthcare of Atlanta-
Egleston and three years at Angel Flight in Atlanta. Today, 
Lauren is very healthy, active and happy.  She has a personal 
care assistant who has been with her almost four years.  Her 
weekly schedule is filled with many activities. She participates 
in equine therapy where she trains and works with miniature 
horses. She has a volunteer position at The Pier Organization 
near her home, where she works on an administrative project 
for UPS and Merke Pharmaceuticals; does volunteer work at 
The Forsyth County Humane Society Thrift Store and for 
her mother, who serves as Executive Director for the Georgia 
Association for PWS since 2004. Three times a week, she works 
out with a personal trainer. She also participates in Zumba 
classes at the gym. She lives at home with her Mom and Dad.  

Conor Heybach was born in New York in 1980 and has 
lived in Switzerland and Chicago. Conor was diagnosed 
with PWS in 1995.  He attended Hardey Prep elementary 
school and Archbishop Quigley College Prep High School 
in Chicago where he played on the golf team and chess team 
and then attended Northeastern Illinois University, where he 
wrote for the school paper and founded the chess club. Conor 
graduated from NEIU in 2009 with a Bachelors degree in 
Criminal Justice. Conor works as Chess Educator and Chess 
Club Coach and Security and Administrative Assistant at Altus 
Academy in Chicago. Conor lives with his parents and is a 
frequent visitor to the home of his sister Michelene, brother-in-
law Mike Bajakian and three nieces.  Conor has also worked 
as an election Judge for Cook County for the last 10 years. 
According to Conor, “It’s a struggle to live with PWS, but it’s a 
great opportunity to be on the Advisory Board with my friends 
in order to give advice and inspiration to the organization and 
to all the families who struggle with PWS.” ■

Prader-Willi Syndrome Equity Coalition
Racial and ethnic diversity in rare disorders like Prader-Willi syndrome (PWS) is often hard to detect. Not because 

they do not exist but because communities of color and economically disadvantaged families have limited access to high quality 
healthcare. Disparities in health care are well documented in the United States but they do not have to exist in PWS.  

PWSA (USA) is excited to announce the formation of the PWS Equity Coalition.  In our first conference call, we identified 
some of the issues and cultural barriers:

 ◆ lack of literature defining racial and ethnic differences within the syndrome
 ◆ lack of nonwhite families' participation in clinical trials
 ◆ lack of appreciation of the impact on PWS families dealing with food management regarding 
their extended families and communities in the African-American and Hispanic populations

 ◆ lack of knowledge on diagnosis and treatment of PWS in medical communities dealing 
primarily with African-American and Hispanic populations
We invite families, service providers, and researchers who have a particular interest and/or expertise 

in the area of eradicating inequities in PWS research, diagnosis, treatment, and services, to let us know 
if they would like to participate. Interested parties can email Leon D. Caldwell at lcaldwell@pwsausa.org with a copy to Janalee 
Heinemann at jheinemann@pwsausa.org. Please describe the reason for your interest and your particular issues of concern. ■

Executive Director View, continued...

“Be the change
 you wish to see 
in the world!”

Gandhi
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Kahlil’s Smile
By Leon D. Caldwell, Ph.D., father to Kahlil

Kahlil has a brilliant smile. It’s contagious; you smile back 
when you see it.  That joyful grin, though, quickly transforms 
into a pout when he fixates on the next meal. 

We know he’s not hungry. He just ate.
His brain and body tell him one thing despite the meal 

we served an hour ago.  And our hearts experience a mix of 
emotions – love, frustration, guilt and exhaustion – despite the 
fact we know it’s a spectrum disorder. 

This wasn’t always the case.  Doctors 
misdiagnosed Kahlil with childhood 
obesity until he was six. Finally, a 
pediatric endocrinologist conducted a 
genetic test that introduced us to these 
words:  Prader-Willi Syndrome. 

First came shock, followed by denial, 
anger at the pediatricians and then finally 
acceptance.  Five years later, the journey 
remains a struggle for us. We have to 
remind ourselves that PWS is a spectrum 
disorder with a range of features. We 

fight tears and frustration in 
the hardest moments.

Groups such as PWSA 
(USA) and mainstream media 
coverage have increased our 
understanding of PWS and 
more importantly, helped us 
feel a little less alone.  We have 
resources and information 
on why our son has gained 
so much weight despite his 

physical 
activity 
and healthy diet.  We can explain to friends 
the reasons why Kahlil always wants to eat 
and, if denied, will sneak food at a party. 
Digestible information to share with family 
and friends has been the best resource. It 
helps us feel a little less embarrassed and 
more empowered that we can articulate how 
to keep Kahlil smiling.

We know that together, we can manage 
his PWS.  ■

A Note to Share-
Readers: This article written by Amy McDougall was initially 

published on the Facebook PWS open forum. She has given us 
permission to publish this edited version in the Gathered View.  

In the midst of a “situation” at church, where well-meaning 
people kept bringing in extra food, I needed to do a little 
writing.  Thought I would share with group, with the hope that 
maybe someone else would be able to revise/reuse…

Rather than simply talking about what Noelle’s syndrome 
is [PWS], I thought it might be helpful to share some insight 
into her world on a daily basis. Imagine the hungriest you’ve 
ever been. That gnawing feeling in your stomach, the nausea 
and pain that makes it difficult to focus on anything other than 
when you might be able to get something to eat. Now imagine 
that you have that horrible feeling every minute of every day.  

And that feeling doesn’t subside no matter how much you 
eat. You don’t even know what it feels like to feel full, even if 
you consume enough to stretch your stomach to the point of 
rupture. Add to that an inefficient metabolism, so you could 
become morbidly obese on less than 1000 calories a day. There’s 
no medication that takes away the insatiable appetite. That’s life 
with Prader-Willi Syndrome.

This is what Noelle deals with every day. We can’t get rid 
of the hunger and we need to keep her healthy, so the best we 
can do is try to combat the resulting anxiety. The only way that 
we can diminish her anxiety is to create structure and routines 
that keep her focused on anything other than the possibility 

of getting food.  We lock 
our entire kitchen to keep 
her safe. We only eat at 
certain times and we 
carefully tailor her diet in 
order to keep her calories 
down. Staff at school do 
the same.  

Noelle appears to be a 
sweet and easy going girl, 
but the reality is that she is 
expending incredible amounts of energy every moment to deal 
with the craving for food.  Breaks in routine and unexpected 
exposure to food literally become overwhelming. As a parent, it 
breaks my heart to watch my little girl starving in a society that 
equates food with comfort.

So what can adults and her peers do to help? The bottom 
line is that the most productive way to diminish her anxiety is 
to limit any food in her presence to only what has been planned 
in advance and not change that plan. Know that Noelle greatly 
appreciates others’ willingness to think of her needs.

I admit, I often feel that I am walking on a tightrope. I want 
so badly to not place demands on others and appear to place 
our family’s need ahead of others’needs, yet Noelle is my little 
girl. God has created an amazing individual in her. I know that 
I’m not alone in wanting to provide the  opportunity for her to 
grow into the woman God wants her to be. ■

    ~ Edited by Andrea Glass

From the Home Front

…information to share 
with family and friends 

has been the best resource. 
It helps us feel…

more empowered that 
we can articulate how 
to keep Kahlil smiling.
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Part 2 of 2-Part Series – continued from the January-February 2015 issue of Gathered View.

Implementing the TRAIN (Tool for Reducing Anxiety, Insecurity and Noncompliance)
By Janice L. Forster, M.D. and Linda M. Gourash, M.D. of the Pittsburgh Partnership, Specialists in Prader-Willi Syndrome

Designing the TRAIN 
STEP 1  With a pencil and paper, write down the 
schedule for a typical day as it currently exists for 
your child with PWS, emphasizing the order of 
activities and an estimate of the amount of time 
devoted to each one.  Make any comments that 
explain the amount of time expended for each 
activity, if relevant. This is an exercise. Not too many 
families can actually complete this schedule and keep 
it running consistently.
Note:  If your schedule looks like this, and your child 
with PWS knows or refers to this schedule, you may 
not need the TRAIN!

STEP 2 Create the track for the linear schedule for the day, 
starting with the morning (near the engine) and ending with 
bedtime (near the caboose).  It is helpful to have “train cars” 
that are either stylized to represent meals and activities (for 
younger children) or small white eraser boards to write on for 
meals and activities for older persons.  Some parents/carers use 
a velcro strip to fasten the train cars.

STEP 3 Place the mealtimes and snack on the track.

STEP 4 Add the exercise times on the track. Exercise is 
usually right before the meal or snack.

STEP 5 Place the grooming and dressing times on the track. 
Grooming is usually right before the meal or snacks. 

STEP 6 Place the opportunities for leisure time on the track; 
there can be more than one time for this in the day.

STEP 7 Place non-preferred activities, such as school work or 
chores (laundry), before the leisure time.

STEP 8  Place sensorimotor activities on the daily schedule.   A 
sensory diet can be developed with the help of an occupational 
therapist.

Remember, it is the order of the events in the day and not 
the clock time of day that is critical for the running of the 
TRAIN.  The engineer determines the activities and the order 
of events in a given time frame. There can be several engineers 
of the TRAIN across the day; for example, one engineer for 
the morning routine, one engineer for school or work, and one 
engineer for the evening routine. The person with PWS should 
always know who the engineer is.  

Find a place in the home, school or work environment to 
display the TRAIN.  It is important to have the schedule in 
a prominent place, so the person with PWS can refer to it.  

Implementing the TRAIN
STEP 1 Explain the concept of the TRAIN to the person with 
PWS as follows, positive and upbeat: “We have an exciting 
new way to keep you ‘on track’ with your daily schedule! It’s 
called the TRAIN. We know that you like to know what is 
happening in your day. So, just likea real train, all the events in 
the day are put on the schedule so that you can see what comes 
next and what you’ve already accomplished. This is just like the 
rail cars on a real train track.”

66
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6 6
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Implementing the TRAIN
STEP 2 Show the linear schedule of 
the TRAIN without the rail cars, and 
demonstrate in real time where they are 
in the schedule just now.
Just as you conceptualized your design 
of the TRAIN, you will implement the 
schedule for the person with PWS in the 
same way.

STEP 3 Show where the meals and 
snacks appear on the linear schedule. 
Practice this for one week. If you are 
using a white board, you can actually 
write in the menu for that meal.

STEP 4 Show where the exercise falls 
on the schedule. This should always be 
before a meal or a snack. Implement this 
for one week.

STEP 5 Show where grooming and 
dressing occur on the schedule.

STEP 6 Show where leisure “self-guided 
fun” activities fit into the schedule.

STEP 7 Show where chores and school 
work occur on the schedule.

STEP 8  Show where sensory 
stimulation and sensory motor activities 
fit into the daily plan.  

Establishing a back-up plan:
For every preferred activity, there should 
be an alternative determined in advance. 
For example, if an outing is planned 
but not possible due to weather or 
transportation problems, a movie, game 
or extra leisure time can be substituted. 
The person with PWS should know this 
alternative in advance.

The Day Stops Here!
When a tantrum or shut down impedes 
the flow of the day, the schedule stops 
until the person’s behavior reorganizes. 
When the person is ready to get back 
on the TRAIN and resume their day, 
the order of activities on the schedule 
should be followed exactly, but the 
duration of time in the activity is 
decreased, and the expected outcome of 
activities is diminished. For example, 
exercise time might be decreased from 1 
hour to half-hour, TV time is similarly 
reduced, and instead of doing two loads 

of laundry, only one load is required. 
The meal time schedule may be delayed. 
If the tantrum or shut down lasts long 
enough to miss a meal, the person can 
still get their meal if they pull themselves 
together. But if hours go by and the meal 
cannot be saved, the person is offered 
a predetermined “no frills meal” with 
fewer components and condiments to 
equal the calories they lost. The objective 
is to catch up to the daily schedule by the 
next meal, if possible, and most certainly 
to complete the daily schedule before 
bedtime, because the next day should 
start anew.
Tantrums and shut downs should receive 
low attention (matter-of-fact demeanor; 
acting as if bored), but the safety of all 
should be assured. The PWS person in a 
shut down or tantrum should never be 
ignored, however. People with PWS have 
a poor sense of time passing. Incidents 
can last 5 minutes, 5 hours, or 5 days. 
While providing low attention and low 
affect, the carer is also supportive of the 
person in shut-down, reminding them 
that time is passing, and that they really 
want the person to get to experience their 
next preferred activity. The context of 
the event is an important consideration 
also. A person with PWS could be angry 
at one carer, but interact with another as 
if nothing happened. This characteristic 
can be used adaptively to get the person 
back on the TRAIN.
Explain The Day Stops Here! to the 
PWS person in the following way, in 
words that are appropriate for their 
developmental level: 
“We know that every now and then 
you have a [tantrum or meltdown].” 
It is important to use the words that 
the person knows for these behaviors. 
“When you have [a behavior], it stops 
the TRAIN; that means, everything 
that is supposed to happen is postponed, 
including meals and snacks, until you get 
your behavior organized. There is good 
news; we will hold your meal or snack 
for a while; but if your behavior goes 
on too long, we will give you a drink 
that has all the calories of a meal. So, 

together, we will do everything we can 
to get your behavior back on track. After 
your behavior gets back to normal, you 
can get back on the TRAIN and resume 
your daily schedule.”

Troubleshooting
Dawdling (due to deliberate slowness, 
getting lost in thought, or being 
unable to remember what to do next) 
and difficulty leaving one activity to 
begin another (shifting) are common 
manifestations of the cognitive style 
associated with PWS. When the next 
activity is a rewarding one (something 
the person enjoys doing), the transition is 
usually smooth and timely.

1. If there are times in the day when 
the person shuts down, melts down, 
or the transition is rough, change the 
sequence of activities by scheduling a 
more preferred activity at the time of the 
meltdown to improve the flow of the day.

2. If you have optimally managed 
the sequence of the activities in the 
day, increase the density of reward by 
scheduling two preferred activities in a 
row to get over the rough transition.

3. If you have increased the density of 
the reinforcing activities, and there are 
still problems, implement an incentive 
plan as follows: Tell the person that 
you know (and demonstrate on the 
schedule) that they seem to have trouble 
at this particular time of day. Tell them 
that whenever they make a successful 
transition over the rough spot, they will 
earn a ticket or token. This small reward 
can be exchanged for bonus time for 
a preferred activity (e.g., screen time, 
collections, time with a family member 
or peer, etc.).  ■

Remember, every child is unique and 
each child’s train is built to suit their 

individual needs. Although the TRAIN 
is designed to decrease uncertainty 

across the day, some children will require 
behavior plans that are supervised by a 

professional. Help is available!

www.PittsburghPartnership.com
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Organization News

Call for Nominations for 
PWSA (USA) Board of 
Directors and Volunteers 
for Committee Service

The source of PWSA (USA)’s strength lies in its 
membership - parents, extended family members, 
professionals, and others committed to promoting research, 
education, and support for families affected by Prader-Willi 
syndrome.

We are currently seeking candidates for the 2016-2019 
Board of Directors and volunteers for Committee service. We 
have specific needs for talented individuals in the areas of:

■  Finance
■  Fundraising
■  Graphic design
■  Public relations/marketing
Board and committee membership is open to family members 

and interested professionals. 
Please contact us if you or someone you know possesses 
the qualities necessary to be an effective Board of Director: 

• Ability to listen, analyze, think clearly and creatively, 
work well with people individually and in a group

• Membership in PWSA (USA)
• Commitment to serve a 3-year term (unless nominated 

to fill a shorter term)
• Willingness to attend Board and committee meetings 

and other special events; ask questions; take responsibility 
for a given assignment; support the Association as generously 
as your financial resources allow and assume shared 

responsibility for generating resources to meet Association 
goals; open doors in the community

• Possess willingness to learn skills such as understanding 
financial statements; cultivating and soliciting funds; 
cultivating Board members and other volunteers

• Possess honesty, sensitivity to and tolerance of different 
views; a friendly, responsive, and patient approach; 
community-building skills; personal integrity; a sense of 
values; concern for the Association’s development; a sense of 
humor
What will you gain in return for your service?  

• A sense of pride as you work to better the lives of all 
persons affected by PWS

• Input into decisions and policy-making that affects 
persons with PWS

• Increasing your knowledge about PWS and its treatment 
and management strategies 

• Increasing your exposure to professionals who work with 
individuals with PWS
To nominate yourself or someone else, please contact 
Leadership Development Committee Co-Chairs Lisa 
Graziano or Mary K. Ziccardi via the PWSA (USA) office at 
800-926-4797 or 941-312-0400 or info@pwsausa.org or by 
fax to 941-312-0142. The deadline for nominations is May 
15, 2015.  
To continue to grow as a vibrant, effective organization, 
PWSA (USA) also needs volunteers for fundraising, advocacy, 
and family and research support, among other areas. If 
you are able to free up some time to help, please fill in our 
volunteer form at www.pwsausa.org/help/volunteer.asp. There 
is no deadline, as volunteers are always welcome. ■  

Prader-Willi Syndrome Association (USA)
8588 Potter Park Drive, Suite 500, Sarasota, FL 34238
www.pwsausa.org

Come One, Come All, to the Greatest 
Show on Earth!

From November 4th - 7th PWSA (USA) will be hosting Circus of Hope – our 2015 
National Conference at the Buena Vista Palace in Orlando, FL. We invite you to join us at 
the largest conference of this kind. Experience where Research and Support Services come 
together at singular event with the one common goal: to improve the lives of individuals 
diagnosed with PWS. The conference sets the stage with programs tailored for parents, 
people with PWS of all ages, siblings, and scientists, in addition to medical and professional 

providers, who will travel from all over the world to attend. The opportunities to network with others who understand is priceless; 
whether you are a professional or a family member, you will leave feeling recharged and informed.  For our kiddos, they will feel a 
sense of community and belonging. 

The conference events will include: • Scientific Day • Professional Providers Day • General Conference • Youth & Infant 
Program (YIP)  • Youth & Adult Program (YAP) • Sibling Program • Chapter Leaders Day • Gala Events • Exhibit Hall   
• International PWSO Professional Providers & Caregivers Day 

For more information please visit pwsausa.org or call us at 941-312-0400. We look forward to seeing you there!  
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ABLE Act Overview
By Kate Beaver, M.S.W., C.S.W., Crisis Intervention 
Counselor

The Achieving a Better Life Experience (ABLE) Act of 
2013 (S. 313/H.R.647) was introduced in the 113th Congress 
by a bipartisan, bicameral set of Congressional Champions 
including Sens. Robert Casey, Jr., (D-PA) and Richard Burr 
(R-NC), and Reps. Ander Crenshaw (R-FL), Chris Van 
Hollen (D-MD), Cathy McMorris Rodgers (R-WA), and Pete 
Sessions (R-TX), and in the US Senate on Feb. 13, 2013. On 
December 3, 2014, the ABLE Act passed in the US House 
of Representatives (404-17). Two weeks later, on December 
16, the US Senate voted to pass the ABLE Act as a part of 
the Tax Extenders package. On Friday, December 19, 2014, 
the President of the United States signed the Tax Extenders 
package, making the ABLE Act the law of the land. 

The ABLE Act amends Section 529 of the Internal Revenue 
Service Code of 1986 to create tax-free savings accounts for 
individuals with disabilities. The bill aims to ease financial 
strains faced by individuals with disabilities by making tax-free 
savings accounts available to cover qualified expenses such 
as education, housing, and transportation. The bill would 

supplement, but not supplant, benefits provided through 
private insurances, the Medicaid program, the supplemental 
security income program, the beneficiary’s employment, and 
other sources.

An ABLE account could fund a variety of essential expenses 
for individuals, including medical and dental care, education, 
community based supports, employment training, assistive 
technology, housing, and transportation. The ABLE Act 
provides individuals with disabilities the same types of flexible 
savings tools that all other Americans have through college 
savings accounts, health savings accounts, and individual 
retirement accounts. The legislation also contains Medicaid 
fraud protection against abuse and a Medicaid pay-back 
provision when the beneficiary passes away. It will eliminate 
barriers to work and saving by preventing dollars saved through 
ABLE accounts from counting against an individual’s eligibility 
for any federal benefits program. ■

Counselors Corner
The Consequences of Graduating at 18

By Kate Beaver, M.S.W., C.S.W., Crisis Intervention Counselor, PWSA (USA) and B.J. Goff, Ed.D., 
Goff Associates Disability Consultants; PWSA (USA) Professional Providers Advisory Board Members

One of the major questions we receive from parents is 
about their children graduating from high school at 18 with 
either a certificate or diploma or continuing an educational 
program until age 21 or 22 (varies by state). This is a question 
that each family needs to consider carefully at the start of the 
student’s high school program, not in 11th or, worse yet, 12th 
grade.

Generally, the right to special education ends when the stu-
dent “ages out” or when the student meets the exit criteria for 
high school and graduates with a regular diploma.  Aging out 
refers to the upper age limit set by the states whereby a student 
may continue to receive special education services; typically 
21-22.  However, some states have passed laws allowing their 
special education students to continue receiving services 
until the age of 25.  Federal law under IDEA (http://idea.
ed.gov/explore/home) mandates that students be allowed to 
remain in school until they turn 21, as long as they do not 
graduate.  States may extend the age, but they cannot make 
it less than what federal law stipulates.  Be sure to ask YOUR 
school district what their age limit is for continuing educa-
tion.

Here are some questions to ask your school (sooner rather 
than later).

 ◆ What is the age at which my child has a transition plan?
 ◆ What is the age whereby my child is no longer eligible for 
educational services?

 ◆ What kind of transition programs and services do you pro-
vide (or arrange to be provided) for students who remain in 
school beyond their senior year?

 ◆ If my child is not eligible for a general education diploma 
at the time of graduation, but instead continues on in an 
educational/vocational program through the school, can he 
continue to work on those unmet diploma requirements? 
(Or receive help toward GED?)

 ◆ What exactly does a certificate represent?  Completion of 
IEP (Individualized Education Program) goals?  Atten-
dance?
Remember, once your child exits the school system, you 

are not greeted by someone from the adult system who offers 
you all kinds of options.  Indeed, while your child may be 
eligible for various programs and services, he or she is not 
entitled to much of anything.  It’s all on you to seek out op-
tions, get assessments, visit programs, get on waiting lists, fill 
out paperwork for the adult service system and whatever else 
is required.

PWSA (USA) will soon have a more in-depth article on 
this subject. Call (800) 926-4797 for a copy. ■

We hope you find this publication and our materials helpful 
and that you consider a donation to PWSA (USA) to assist in 

developing more good work(s) like this. 
Please see our web site, www.pwsausa.org
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On June 11, 2000, Maria José, a 
beautiful infant was born to Josefina 
and Beto, a young Mexican couple from 
Pachuca, Mexico. 

Maria José was born with most 
symptoms and signs of Prader-Willi 
syndrome (PWS) and enrolled in an 
early intervention program; her diagnosis 
however, was confirmed by lab testing 
until age 2 years. She never vomited but 
had several episodes (#5) of abdominal 
distention. Her mother learned how 
to measure Maria José abdomen’s 
circumference, thus she knew when to 
alarm and seek medical attention to 
the pediatric emergency room at the 
nearest hospital. Each time she had 
these abdominal distention, she received 
medical management with nasogastric 
tube to decompress her abdomen 
and occasionally she needed hospital 
admission.

During her 5th episode, she 
complained of mild abdominal 
pain without any vomiting or fever. 
Her mother noticed she was getting 
progressively worse and took her to the 
emergency room without any response 
to common procedures. Five hours 
after onset of clinical symptoms, she 
underwent surgical intervention for 
questionable gastro-intestinal perforation. 
Her surgery was successful according 
to Maria José’s mother, unfortunately 
2 hours later, she developed severe 
peritonitis that did not respond to broad-

spectrum antibiotics and took her place 
in heaven at age 9 years 2 months.

Maria José was the only child and 
her parents aware of lack of knowledge 
of PWS in the community, organized 
with their own effort and personal 
expenses the first “PWS Conference” 
for families, nutritionists, physical 
therapist, pediatrician and other health 
care professionals on March 2005, before 
their daughter’s fifth birthday.  Maria 
José was the only child known to have 
this genetic condition in her town of 
Pachuca. Along with other speakers, I 
had the opportunity to participate in 
this interesting small meeting in which 
the audience included more health care 
takers than families. Children of 6 
participating families had clinical but not 
confirmed diagnosis of PWS and they 
were from different towns or states in 
Mexico.  From March 2005 till present 
time, Josefina and Beto have organized 4 
events with increasing number of health 
care professionals and families. Last 
conference was held in Pachuca, October 
9-11, 2014. This meeting was a real 
success not only with larger audience that 
included 130 health care professionals 
and 88 families but participation of local 
government authorities. For the first time 
Maria José’s parents received a partial 
aid from local governmental office to 
house PWS families from out state. My 
meeting this time was not only with 
parents and other professionals but two 
members of the government who kindly 
listened to parents’ concerns and agreed 
to apply at higher government level to 
help to “Increase the awareness of PWS at 
national level”.

Josefina and Beto believe indeed that 
their little angel is watching them from 
heaven and by helping other families with 
PWS, she will be even happier! ■

Moris Angulo, M.D.

WE REMEMBER

New Publication! 

Nutrition Guidelines: 
Toddlers-Adolescence 
with PWS

Thanks to the volunteer efforts 
of Melanie Silverman, M.S., R.D., 
I.B.C.I.C, Gina Salvatori, R.D., L.D.N. 
(Director of Clinical Nutrition at The 
Children’s Institute), Lauren Martin, 
R.D., L.D.N. (also with The Children’s 
Institute) and Lisa Graziano, M.A., 
Executive Director of the Prader-Willi 
California Foundation, we are pleased 
to offer an updated nutrition booklet. 
These wonderful professionals donated 
numerous hours to revamp and update 
this 16 page publication, which includes 
sections on calorie needs, what and 
how to feed your child, special events, 
and much more. This booklet can be 
purchased for $7.50 by calling the office, 
1-800-926-4797, or by ordering  from 
our website, www.pwsausa.org/shop/
publications.  

This same team is putting the 
finishing touches on an updated 
Nutrition Guidelines: Adolescence-Adult 
with PWS. We anticipate that will be 
available for purchase in the next couple 
of months. ■
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IPWSO Venezuela 
Parent Delegate 
Visits PWSA (USA) 
Office
By Janalee Heinemann, M.S.W.; PWSA (USA) 
Coordinator of Research & International Affairs

We had a wonderful visit at our office 
from Alicia Borga, her husband Ernesto, 
and her son Carlos who has PWS. We 
had a translator, Fanny, who was kind 
enough to volunteer her time. Hearing 
the realities of current life in Venezuela 
helped us to appreciate all over again 
how fortunate we are in our country. 
Although Alicia and her husband are 
professional lawyers, there is very little 
work for them and they have to live 
behind high walls with guards.  Their 
adult children and grandchildren also 
lived with them for safety reasons. Carlos 
states it is not safe for him to go out in 
the community. Alicia struggles with 
how to help the families dealing with 
PWS in her country because the barriers 

are great and the resources are few. We 
gave her many materials on PWS to take 
home with our blessing to translate all if 
possible. The following is a translation of 
an email from Alicia after the visit.

Cara Janalee,
Many thanks to everybody, Alicia. We 

are going to fly back to Caracas tomorrow 
very happy we could share our happiness 
with you. We wish to thank you a lot for 
the love we received, especially from you 
Janalee together with your staff, Fanny and 
her husband who were so kind to help us. A 
big hug hoping to meet again. I’ ll keep you 
posted from Caracas if I can.

Alicia
I am proud to say that PWSA (USA) 

has always had a generous international 

heart. May we always remember to 
extend a helping hand to people dealing 
with Prader-Willi syndrome around 
the world in less developed countries or 
countries that are in crises. ■

Too often we 
underestimate the 

power of the smallest 
act of caring, which in 
itself has the potential 
to turn a life around

~Leo Buscaglia

Sandy Guisti- 
A Tireless Volunteer 
Making a Difference
By Lota Mitchell

I first met Sandy and Tom Guisti at a support group 
meeting in Pittsburgh for parents about 1981 from Ohio, 
Pennsylvania, and West Virginia. This was before the days of 
email and chapters. Their daughter, Angie, will be 45 in April, 
and my daughter, Julie, was 45 in October.  

Our tri-state group divided after a few years because of 
differing state laws. Sandy went on to assist in the formation 
of Prader-Willi Syndrome Association of Ohio in 1987, where 
she is presently a board member and Vice-president and Past 
Chairman of the board.

For the past 17 years she has planned and cooked a 5-to-6 
course gourmet meal as a benefit dinner for the organization. 
She says, “The dinner covers two evenings, a Friday and a 
Saturday. We serve about 25 people plus all of the workers. 

We have a fun time those two days cooking, talking, laughing 
and eating.”  Over these years this event has raised close to 
$100,000, a portion of which has gone to support PWSA 
(USA). When the national Prader-Willi conference was held in 
Columbus, she served as co-chairman of venue arrangements.

She founded  PWSA of Ohio Weekend Camp and has 
coordinated it for 15 camps, and she has organized many 
Family Festivals for the Ohio chapter, a one-day event with 
swimming, bingo, crafts, carnival games and one or two 
speakers or discussion sessions.

At present she publishes the PWSA of Ohio newsletter “The 
Prader-Willi Voice”, maintains the organization data base and 
membership file, refers families affected by PWS to people and 
programs when they are in crisis. She prepares displays and 
represents PWSA of Ohio at events and is presently helping 
update the PWSA of Ohio Road Show, a presentation to be 
offered around Ohio to County Boards and agencies to raise 
awareness of PWS.

Yes, one dedicated person can make a difference! ■
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Anthony Abbott
David Agarwal
Dawn Allard
Christina and Andrew Appel
Barbara and Steve Asbury
Louise and Raymond Bagg
Cynthia and Norman Barkeley
Robert Bernstein
Monique and John Daryl Bethea
Donalyn and Jack Brophy
Ranae and Merlin Butler
Michelle and David Campbell
Mary Beth and David Cass
Barbara and Robert Christenson
Susan Henoch and Jay Coggeshall
Sybil Cohen
Helen and John Cooper
Jane and Ross Dudley
Elisabeth Dykens
Kevin Fitzgerald
Sue Fuller
GA Association for Prader-Willi 

Syndrome, Inc.

Joan and Jim Gardner
Carolyn and Nick Gordon
Marc and Shoko Gotoh
Nancy and Daniel Gulling
Robert Harrison
Margaret and James Headley
Karla and Clint Hurdle
Steven Hutton
Jill Iris
Laura and Dan Jacoby
William Jallick
Donna and William Jallick
Jeremy and Angie Flug Foundation
Karen Jobe
James Kane
Linda and David Kaugher
William Kerrigan
James Koerber
Bonnie Kraft
Cindy Lang
Leslie Family Foundation
Carolyn and Jim Loker
Jean Lowe

Ying Lu
Patricia and Richard Lutz
Gaylen Manchester
Milka Mandich
Elisabeth Mates
Mitchell May
Florence McErlane
Gibson McMahon
Sandra and Jean-Pierre Montillier
Timothy Mukoda
Olson Family Foundation
Pappagallo Family Foundation
Sara Jane and Daniel Pate
Ashwinbhai and Hemlata Patel
Suman and Arvind Patel
Deloris and Charles Phillips
Mary and Joe Pichirallo
PW California Foundation
PWSA of Wisconsin, Inc.
Charles Ranberg
Jacqueline Reid-Piscitelli
Jeff Ricardo

Richard Ruzicka
Sandefur Schmidt
Rosemarie and Joseph Schreier
Robin and Ellery Sedgwick
Marion and Curt Shacklett
Jane and David Shoemaker
Singer Family Foundation
William Stege
Ruth Deutscher and Chris Sweeney
Texas Prader-Willi Association
The Little Farm
TiER Performance Solutions
Michelle and Tommy Torbert
Truist
Christine and Gerald Waldrop
Wayne F and Barbara B Miller Family 

Trust Charitable Fund #2
Karl and Denise Westenfield
Bebe and Bruce Whyte
Lois and Steve Willett
Carrie Yakola
Frances and Allan Zalesky

Thank you for contributions in December 2014 -January 2015. We try to be accurate in recognizing 
contributions above $25, and apologize for any errors or omissions. If you notice an error, please tell us.Contributions

Major Benefactors ($500 and more)

In Memory of
Paula Alexescu

    Nancy Mueller 
William and Gail Allan

    Mary and Raymond Luther 
Kathleen Boyd

    Vaunne Schell 
Karli Rose Colapietro

    Penny and Martin Diefenbach 
    Nancy Erickson 
    Gail and Dennis Kazimir 
    NJ Track and Field Officials Association 

Central District 

Jonathon Ross Davis
    Dennie and George Lindsey 

Ann Dock
    Sandra and Gordon Gray 

George Knepple
    Pauline and Jacques Parent 

Garrett McLamb
    Paul Bailey 
    Dream Hunt and Fishing Program 
    Marsha Drew 
    Kim and Gail Nazarchyk 
    Katherine and William Vaughan  

Garrett Wade McLamb
    Vennie and Lenwood Reynolds 

Scarlett Leigh Meade
    Jamie & Tiffany Inghram 

Jane Miller
    Ann and Timothy Travers 

Sarah Jeanne Mueller
    Martha Wiedenheft 

Eugene Salem
    Lois Glass and Herbert Sherman 

David Wyatt
    Dorothy and Dale Cooper 

Oliver Barrett
    Prudence and Thomas Nelson 

Justin Bethea
    Monique and John Daryl Bethea 

Suhani Bham
    Saket Satta 

Kelly Bonham
    Sharon and Jerry Ashby 

Benjamin Catalfamo
    Debra and Jerald Wilks 

Parker Cheney
    Gabrielle Wohlman 

Bianca Nicola Cimpeanu
    Nancy Mueller 

Emily Curran
    Jacqueline Reid-Piscitelli 

Mr. and Mrs. D. Plate
    Lynda and Larry Newsome 

Hope Disney
    Rosemarie and Ronald Celozzi 

Aaron Michael Dunn
    Susan and Michael Dunn 

Luke Eurillo
    Johnson & Johnson - Matching Gifts 
Program 

Olivia Faasen
    Jean and John Faasen 

Donna & Tony Franco
    Patty and Bob Dion 

Gavin Gill
    Christine and Paul Schroeder 
    Harry Uhlman 

David Goranson
    Patricia A Howkinson 

Alexandria Gotoh
    Marc and Shoko Gotoh 

Morgan Gray
    John G Masaki 

Louise Greenswag
    Donna Siegel 

Christopher Guenther
    Joyce Bearss 

The Harris Family Harris
    Rochelle Magid 

JR Headley
    Margaret and James Headley 

Madison Hurdle
    Alexandra Hritz 

Meaghan Hussey
    Mary Clarke 

Donna Johnson's Birthday and 
Retirement

    Aileen Peterson 
Lydia Kelly

    Geraldine and Samuel Fenner 
Grace Kercheville

    Teresa Kercheville 
Christopher Leuizzi

    Michael Adams 
    Margaret and Stephen Chappell 
   Glynnis Dwelly 
    Avis and Walter Hance 
    Sharon Hartzog

Willow Lindsey
    Renetta and John Lindsey 

Evan Macks
    Ralph A Macks Insurance Agency Inc. 

Iker Maldonado
    Andrew Lenzner 

Pablo-Jakobo Martin-Hernando
    Andrew Lenzner 

Derek Montecalvo
    Sharon and Gregory Montecalvo 

Emerson Parker
    Peter Flynn 

Lillian Peden
    Darby McCarthy 

Dan and Lexie Reeves
    Marina Mustafa 

Connolly Roach
    Michelle and James Dwyer 

Mack Root
    Anne Marie Dahan 

Abbey Seelig
    Teresa “Tess” Wydro-Reese 

Sylvia Snider-Sierra
    Michael and Brent McElroy-Sugimoto 

Fanny Viroslav
    Charlene Howell 
    Roberta and Robert Lazarus 
    Andrea Wolf 

Cameron Wallace
    Katherine and Chris Barras 

Madison Wells
    Mary Lou and T.L. Laplaunt 

Madylin Wells
    Jean and Richard Wells 

Samantha Whitney
    Dani and Brian Bahnsen 
    Carol and Jay Blackburn 
    Bonnie and Donald Clinebell 
    John Massingale 
    Kim and Eric Sopher 

In Honor of
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Thank you for Angel Fund  contributions in December 2014 -January 2015 to the Angel Fund.  If you 
notice an error, please tell us.Contributions

In Memory of - Angel Fund Contributions
Maryann Adams

    Lois Glass 
Damel John Alvarez

    Catherine and Rudy Alvarez 
Joseph Angioli     llo

    Mary and Daniel Angiolillo 
Debbie Barkeley

    Cynthia and Norman
      Barkeley 

Mark Bubier
    Hildy and David Bubier 

Karli Rose Colapietro 
SPHS Boosters of Musical 

Arts
Christopher Democh

    Mary Lagana 
Dick Eager

    Sharon and Byron Eager 

J. Carver Fields
    Sandra Ginn 

Irwin Frish
    Lois Glass and Herbert 

Sherman 
Susan M. Gatz

    Debbie Fabio
Carolyn Gow

    Barbara and David Gow 
Sidney Greenswag

    Louise Greenswag
Mary Halter

    Nancy Slye 
Andrew Hill

    Sandra Kitchen
Irv Borowsky and Irv Warhaftig

    Sybil Cohen 

Nancy Ann Janes
    Barbara Trimble 

Phillip Ray Keen
    Sue Crouch 

April Kennedy
    Patsy and Jeffry Kennedy

Thomas Kirchhoff
    Diana and William Kirchhoff 

Gregory Kremer
    Patricia and Michael 
         Kremer 

Debbie Leatherberry
    Richard Leatherberry 

Edward and Mark List
    Linda Tull

Mark List
    Sandra List 

Peggy Loop
    Jan and Kent Shacklett 

Clyde Mays
    Marian Nadybal

David Mears
    Cecilia and Frank DiMarzio 

Jane Miller
    Alexiou Judy 

Joshua Mills
    Shirley Mills 

Robert and Audry Morgan
    Roger or Linda Hicks 

James Patrick Murray, Jr
    Linda and Mark Ryan 

Our Loved Ones
    Janice Koca 

Rose Parsons
    Jeff Fabian 

Rose Matthis Parsons
    Gde Renovations, LLC 

Lindsay Rich
    Cathy Ameling 

William P. Richardson
    Barbara Thomas 

Marcia Rubinstien
    Judith and Neal Shapiro 

LaVerne Sidlo
   Roy Sidlo 

Isabella Stahl
    Sue and Scott Swain 

Robert Star
    Lois Glass and Herbert 
         Sherman 

Phylis Uzeudowski
    Elsie Randall 

Raywin and Marjorie 
Zimmerman

    Joyce and John Allyn 

In Honor of - Angel Fund Contributions
Virginia Anne 

Joanna and Joe McMahon 
Leif Abrahamsen

Phyllis and Robert 
Abrahamsen 

Tanner Adair
Debra and Hank Adair

Ian Adams
Lesley and David Pincus 

Ben Allour
Allison Chave

Elizabeth Antin
Jean and Anthony Antin 

Stephanie Appel
Christina and Andrew Appel 
Monica Froehlich 
June Varcoe 

Ethan Arbuckle
Lorraine and Robert Arbuckle

Asher and Silas Atkins
Cathleen and Paul Griffith 

Hayden Bagg
Louise and Raymond Bagg 

Stephanie Baker
Darlene and Richard Smith 

Katelyn Barcellos
Carole Kearney 

Linda Barnett
Deanna and Robert Barnett 

Hannah Behnken
Sharon and Gary Seedorf 

Peter Behringer
Linda and Ralph Behringer 
Martin and Dolores Walsh 

Stephen Benn
Calla Jean and Joe Wright 

Alicia Benner
Christina Benner

Nathan Bennett
Deborah Carpenter 

Matthew Berl
Phil Dubois

Brandon Bernstein
Sheila and Gerald Levin 

Jack Bevacqua
Marie and Alfred Bevacqua 

Jack Martin Bevacqua
William Jallick

Samuel Bladel
Joanne Bladel 

Nolan Carl Bonk
Grace Bonk 

Ms. Borek
The Little Farm 

Laden Briggs
Amber and Ronald Genova 

Nicole Burns
Joan and Frank Napolitano 

Jeff Bush
Beverly and Harvey Bush 

Lea Capraro
Bernadett and Joseph Coletta 

Noah Case
Jane Peters Jacobus

Ryan Casey
Julie and Dan Casey 

Brian Cheng
Mercedes Lat 

Jovie Chua
Mr and Mrs Derrick Chua

Christian Coats
Judy and Jim Coats

Jace Coltrane
Audrey and Mike Dickey 
Wava and James 

Vanbecelaere 
Madison Copeland

Franca and Larry Copeland 
Katelyn Jane Courtade

Betty Clark
McKenzie Cresmen

Yvonne Trottier 
Sarah Crespi

Judy Crespi 
Charlie Deleage

Tailor Maid Cleaning Services 
Brook Detiege

Darlene and Tom Benoit 
Jessika Dickinson

Mary Ann and John Bellanti 
Barbara McManus 
Becky and Matt Reardon 

Danielle DiCola
Pat DiCola 

Katilyn Disney
Valerie and Joe Chemidlin 

Angela Ditta
Sandy Ditta 

Colleen Doherty
Connie and Bill Devitt 

Jacob Doncarty
Janice and Gerald Mitchell 

Abbi Dove
Carol Wright

Carol Drewitz
Maryann and Dennis Mulloy 

David Drotos
Megan Friar and Ronald 

Drotos 
Maddie Dull

Linda Dull
Marcia Dunn

Carol Fahy 
Joslyn Ecker

Laura and Dan Jacoby 
Anwen Elder

Patricia and John Van 
Valkenburg 

Nikki Englund
Rose and Lee Englund 

Cody Erickson
Christina Erickson

Lauren Esparza
Bearden Rentals 

Stephen Fabio
Judith and David Fabio 
Debbie and Mike Fabio
Barbara and Joseph Wolf 

The Self Family
Lisa Hearne 

Erin Favret
David Austin 
Dolores McCullough 
Pauline McIlrath 
Sage Financial Group 

Adam Fegley
Joni and Jim Gorman 

Tristen Ferdig
Penni and Mark Coatney 

Jacob Fiske
Keith Boeck
Elaine Cerrone 

Ryan Fochs
Karen Hamlin 
Melba and Harlan Hamlin 

Brooke Gabaldon
Julie and Frank Scott 

Tristan Galesic
Shauna Stoll

Kyle Gallagher
Claire and Robert Brown 

Corbin Garrett
Joan and Tom Garrett 

Gavin Gill
Rosmary and Joseph Carr 
Reggie and Richard Kanaskie 
Robert Kanaskie 
Brenda O'Connor

Sophia Grace
Lisa Ziede

Cameron Graziano
Lisa and T.J. Graziano 
Melinda and Chuck Morrow 

Claudia Haberfield
Charles Nolte and Robert 

Frank Kohler 
Cassandra Haley

Janice and Paul Bartone 
Cassey Haley

Matthew Haley
Mary Halter

John Halter 
Dallas Hambrick

Ashby and Florence 
Hambrick 

Leo Hansen
Denise and John McMorrow 

Michael Harnden
Glen Harnden 

Clay Harrison
Cindy Harrison 

Claudia Haverfield
Karen Coffield 
Michelle Cordova 

JR Headley
Susan Pabst 
Janet and Kirk Smith 
Maureen and Bob Syring 
Cynthia Watson 

David Hearn
Arnold Hearn 

Janalee and Al Heinemann
Nancy Snow and Dan Glazier 

Sara Oliver Henry
Ozmer Henry 

Conor Heybach
Janet and Hank Underwood 

Eddie Hiatt
Susan Wagner 

Lexi Higgins
Kay and Ed Griffith 

Andrew Hill
Sam and Glenn Kitchen 

Corey Hirshon
Ethel and Ronald Hirshon 

Anya Hoover
Annyce Schafft 

Anya Marie Hoover
Peggy and John Hoover 

Riden Howard
Carole Lively 

Keaton Hunt
Catherine and Paul Self 

Madison Hurdle
Alan D Bossart LLC 
Dawn Allard 
John Allard 
Karla and Clint Hurdle 
Deloris and Charles Phillips 

Peter Ingalls
First Congregational Church 

Sunlighters 
Mary Ingalls 

Christina Jay Spradlin
Sherry and Ray Davis 

Faith Veronica Jenkins
Joan and Kurt Engel 

Kelly Jones
Thomas Jones 

Payton Click Jones
Carol and Jerry Williams 

James Kane
Frances and Allan Zalesky 

Kate Kane
Rebecca and Robert 

Baummer 
Mary Ellen and Rick Huether 

Amanda Kaugher
Linda and David Kaugher 

Lesley Keder
Sharon and Daniel Keder 

continued on page 18
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In Honor of - Angel Fund Contributions

PWSA (USA) is accepting stories and 
pictures of your child/adult with PWS 
for use in the “From the Home Front”. 
Individuals of all ages, both genders, and 
all ethnic backgrounds are welcomed. 

We have professional writers available 

to interview you and assist in crafting 
your story. For consideration or questions, 
please contact us at pwsaeditor@pwsausa.
org. We’d love to hear from you!

Photos should be a MINIMUM of 
1000 pixels high OR wide, in a JPG 

format. To complete a Permission Form 
visit: http://www.pwsausa.org/photo%20
release%20fieldform%20PWSA2010-08.
pdf, and email the completed form and 
photo to news@pwsausa.org. ■

Want to Share YOUR Story?

Julia Kenney
Elizabeth Kenney 
Laurie and Paul Kitchin 

Grace Kercheville
Nancy and Charles 

Hartwigsen 
Jaycee Kinn

Martha Vaffis 
Caroline and Vicki Knopf

Marianne and Joseph Mione 
Alison Koerber

James Koerber
Mary Temple

Natalie Anne Kosmak
Rosemary Lynn and George 

Kosmak
Bonnie Kraft

Nancy and Peter Hessert 
Addison Kubes

MaryAnn and John Lunseth 
Trevor Michael Lang

Cindy Lang 
Jackson Latimer

Lois Hunter 
Riley Legan

Jacob Hickman 
Patrick Legere

Leann Moody 
Mr. and Mrs. Stephen 
Leightman

Janis Leightman 
Stephen Leightman

Stacey and David Barnett 
Hunter Lens

Lori and John Lens 
Autumn Letzo

Cheryl and Gerald Lubcke 
Christopher Leuzzi

Leonard Castelli 
Marijane and Carl Lewis 
Joan Richardson 

Josilyn Levine
Dr. and Mrs. Marvin Jassie

Josilyn Faith Levine
Nancy and Edward Hill 

Jack Lindsey
Jennifer and Dennis Lindsey 

Anna Loker
Mickey Greene

Cole Lombardi
Manasquan Savings Bank 

Vinsen-Max Lopez
A Center for Electrolysis 

Emma Kate Love
Patricia Love 

Jackson Lowe
Jean Lowe

Isabel Lutz
Patricia and Richard Lutz 

Emerson Lynn
Steve Butz

Evan Macks
Ken and Lynn LaVigne
Lisa and Steven Wodtke 

Frank Magda
Patricia and Donald Horrigan 

Allison Mahan
Mary Culver 

Ginny Mahon
Betty Hobbs 

Christian Maierhoter
Jeanne Carteaux 

Becky Marcella
Karen and Greg Bestic 

Michael Marchitelli
Lin and Mike Marchitelli

Zachary Mattingly
Jean and Kenny Monroe 

Gregory McCarthy
Marie P. McCarthy 

Julia McLane
Jean and Rod McLane 

Ginny McMahon
Gibson McMahon 
Sara Jane and Daniel Pate 

Ali Milan
Teri Larson

Pamela Minos
Raymond Giblin 

Cindy Mook
Hope and Nelson Leonard 

Faith Morse
Jean and Joe Gunning 
Diane Morse 
Gail and Robert Morse 

Fred Morse
Walter Foran 

Melissa Moss
Fran Moss 

Rye Mottilo
Michele and Joseph 

Augustine 
Luke Mukoda

Kiyomi Miller 
Timothy Mukoda 

Amber Naughton
Cara Jones Garmon

Tommy Neems
Karen and Gary Neems 

Micah Niese
John Konopaski 

Collin Norton
Jeff Norton 

Callasandra May O'Connor
Ann Walsh 

Katelyn and Meghan O'Neil
June and Jack Bonney 
Maureen and William O'Neil 

Nick Paige
Elizabeth and Richard 

Randolph 
Caroline Parcell

Alice and Lloyd Parcell 
Emerson Parker

Linda and Jerry Parker 
Greg R. Parker

Margaret and Bob Parker 
Amit Patel

Kirit Desai
Ashwinbhai and Hemlata 

Patel 
Neil Patel 
Shailesh Manibhai and 

Jaimani Patel 
Suman and Arvind Patel 

Michael B. Paton
Mayra and Luis Rubio

Jake Pawulak
Elizabeth and Dr. Arthur Kane 

Rorri Peaton
Cynthia Hall Grossman

Jacob Perrault
Carol and Ronald Giacobbe 

Victoria Perry
Betty and Jere Perry 

Christine Persanis
Muriel and Harry Persanis 

Roxanne Peterson
Gloria and Orrin Anderson 
Dorothy and Thomas Morse

Brooke Pfeiffer
Patti Pfeiffer

Lauren Pfeiffer
Amy Pfeiffer

Lorrie Prettyman
Amy and Chris Evans 
Ruth and Kenneth Prettyman 
Cheryl and Carl Smith 

PWSA (USA) Staff and 
Volunteers

Sara and Kevin Dwyer
Kiley Quinn

Andrea and Jim Oppy 
Kathleen Ranberg

Charles Ranberg 
Brandon Recko

Reva and Craig Culp 
Shelley Reiss

Adele Weinberg 
Ashlyn Ricardo

Elizabeth and Wayne Morse 
Jeff Ricardo 

Adrian Richarson
Dianne and Chuck Goodrich 

Dylan Schaeffler
Bonner Brown

Michael Schaupeter
Holly and Mark Cory
Susan and Robert Lindahl 

Aubrey Scheer
Colleen and Ken Lamb 

John Scott Schneider
Mary Schneider 

Lyndsey Schultes
Christopher Brophy
Donalyn and Jack Brophy
Elizabeth Gavigan
Krista and John Stapleton

Abbey Seelig
Dolores and Wendell Seelig 

Maya Servais
Gloria and Jim Servais 

Jon Shacklett
Doris McKinzie 

Carter Shingleton
Elizabeth Salerno 
Mary Shingleton 

Cristy Shull
Suzanne Shull 

Frank Skukis III
Elizabeth and Joseph Preiss 

Braydon Smith
Shirley Smith and Roy Dean 

Madison Smith
Vicki Laverriere 

Makenzie Smith
Elena Perry 

Edwin Sojka, Jr.
Irene Jones 

Jacob Soncarty
Glenda and Donald Grimm 

Penelope Soto
Debra and Jerome Schulman 

Molly Speiser
Patricia Pelszynski 

Christina Spradlin
Alice Bell 
Angela Spradlin

Kayleigh Steck
Denise and Bill Fleming 

Sarah Sweeney
Ruth Deutscher and Chris 

Sweeney 
Holden Szapacs

Karen and Henry Naisby 
Addison Taylor

Jerry Campbell 
Aedan Tenbrunsel

Ameritage, LLC 
Dorthy Thompson

Marjorie and Roy Smith 
Leslie Torbert

Julie and Jeff Doherty
Patricia Dunbar 

Joan R. Parent
Denise and Shawn Sinclair 
Pamela Swalwell
Michelle and Tommy Torbert 

James Towle
Tarrell and Elaine Towle 

Kevin Townsend
Mary McNiff 

Joane and Powell Underwood
Suzi and Bob Powers 

Ridley Underwood
Amy and David Harbarger 

Chelsea Valentine
Jennifer Valentine 

Maxx Van Lobensels
Elisabeth Mates 

Maria Vucci
Cynthia Clarke and Robert 

Butcher 
Aury Waldrop

Patricia Marino 
Avery Waldrop

Claire and Tom Drennan 
Avery Lauren Waldrop

Christine and Gerald 
Waldrop 

Susan Wallace
Marcine and Jack Volder 

Brenna Walsh
June and Kevin Creagh 
Beverly Purrington and 

Richard White 
Lizzie and Taylor Warren

Bronda and James Curtis 
Brian Weakly

Andrea and Mark Tilford 
Griffon Westburg

Gale and Esther Westburg
Erik Westenfield

Karl and Denise 
Westenfield 

Lisa Wett
Marilou Wett 

Katie White
Dorothy and Hardin White 

Samantha Whitney
Virginia and Bob Bahnsen 

Ashley Willis
Carole and George Thomassy 
Genevieve and Howard Willis 

Truman Willoughby
Barbara Miller 
Jean Stamm 

Ava Winitzer
Mary and Bill Rouine 
Louise and Richard Wedge 

Oliver Young
Anita and Raymond 

Marchant 

Angel Fund 
continued from page 17
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Deadlines to 
submit items 

to The 
Gathered View:
Dec. 1; Feb. 1; 
Apr. 1; June 1; 
Aug. 1; Oct. 1

Staff and Key Contacts
Ken Smith, Executive Director

Debi Applebee, Business Manager

Kate Beaver, Alterman Crisis Counselor

Cindy Beles, Family Support Advocate

Evan Farrar, Crisis Counselor 

Leanne Gilliland, Development Specialist

Jack Hannings, Development Director 

Janalee Heinemann, M.S.W. Coordinator of Research and 

      International Affairs 

Lorraine Hickok, Communications Specialist

Jim Kane, Research Advocacy Chair

Shannon Koch, Financial and Fundraising Clerk

Carolyn Loker,  Medical Liaison

Donny Moore, Development & Communication Specialist

Jai Ojha, Systems Support Specialist

Ruby Plummer, Volunteer Coordinator

Nina Roberto, Family Support Counselor (Spanish) 

Bonnie Shelley, Ph.D. Coordinator of Medical Affairs

MEMBERS ONLY:  
Access our website, www.pwsausa.org, for 
downloadable publications, current news, research, 
and more. 
The Members Only section requires a password. 
Please enter PWS for the code.

E-mail Support Groups: We sponsor nine groups to share 
information. Go to: www.pwsausa.org/egroups

The Gathered View (ISSN 1077-9965)
Sara Dwyer, Editor
Lota Mitchell
Andrea Glass
Denise Servais

The Gathered View is published bimonthly by PWSA (USA). 
Publications, newsletters, the website, and other forms 
of information and communication are made possible by 
our generous donors. Consider a donation today to help 
ensure the continuation of these resources.

Medical information published in The Gathered View is 
not a substitute for individual care by a licensed medical 
professional.

8588 Potter Park Drive, Suite 500
Sarasota, Florida 34238
800-926-4797 ~ 941-312-0400
Fax 941-312-0142
info@pwsausa.org
www.pwsausa.org

Our Mission: Prader-Willi Syndrome Association (USA) is an organization of families and professionals working 
together to raise awareness, offer support, provide education and advocacy, and promote and fund research to 
enhance the quality of life of those affected by Prader-Willi syndrome.

U S A

Officers & Directors
Chair - Michelle Torbert, Homestead, FL
Vice-Chair - James Koerber, Corydon, IN 
Secretary - Julie Doherty, Tallahassee, FL 
Treasurer - Bert Martinez, Bradenton, FL  
Michael Alterman, Atlanta, GA
Gregory Cherpes, M.D., Pittsburgh, PA
Sybil Cohen, Cherry Hill, NJ
Dan Driscoll, M.D., Ph.D., Gainesville, FL 

Rob Lutz, Bryn Mawr, PA
Jackie Mallow, Oconomowoc, WI
Tammie Penta, Oro Valley, AZ
Rob Seely, Dublin, OH
Michael Troop, Chicago, IL
Lisa Thornton, Salt Lake City, UT
Denise Westenfild, Eden Prairie, MN

Scientific Advisory Board
Chair - Merlin G. Butler, M.D., Ph.D., Kansas University Medical Center, Kansas City, KS
Chair Emeritus - Vanja Holm, M.D., University of Washington, Seattle, WA
Suzanne B. Cassidy, M.D., University of California, San Francisco, CA
Mary Cataletto, M.D., Prader-Willi Center at Winthrop University Hospital, Mineola, NY 
Anastasia Dimitropoulos, Ph.D., Case Western Reserve University, Cleveland, OH
Joe Donnelly, Ed.D., University of Kansas, Lawrence, KS
Elisabeth M. Dykens, Ph.D., Vanderbilt University, Nashville, TN
Sue Myers, M.D., St. Louis University, St. Louis, MO
Robert Nicholls, D. Phil., Children’s Hospital of Pittsburgh, Pittsburgh, PA
David A. Stevenson, M.D., Stanford University, Stanford, CA 
Rachel Wevrick, Ph.D., University of Alberta, Edmonton, Alberta, CN
Barbara Y. Whitman, Ph.D., St. Louis University, St. Louis, MO

Clinical Advisory Board
Chair - Daniel J. Driscoll, M.D., Ph.D., University of Florida Health Science Center, Gainesville, FL
David M. Agarwal, M.D., Indiana University School of Medicine, Indianapolis, IN 
Moris Angulo, M.D., Prader-Willi Center at Winthrop University Hospital, Mineola, NY
John W. Cassidy, M.D., HealthBridge Children’s Hospital, Houston, TX
Gregory Cherpes, M.D., The Children’s Institute, Pittsburgh, PA 
Marilyn Dumont-Driscoll, M.D., Ph.D., University of Florida Health Science Center, Gainesville, FL
Janice Forster, M.D., Pittsburgh Partnership, Pittsburgh, PA
Linda Gourash, M.D., Pittsburgh Partnership, Pittsburgh, PA
Bryan Hainline, M.D., Ph.D., Riley Children’s Hospital, Indiana University School of Medicine, IN
Jim Loker, M.D., Bronson Methodist Children’s Hospital, Kalamazoo, MI
Jennifer Miller, M.D., M.S., University of Florida, Gainesville, FL
Sue Myers, M.D., St. Louis University, St. Louis, MO
Todd Porter, M.D., M.S.P.H., Children’s Medical Center, Denver, CO
Douglas Rose, M.D., Cincinnati Children’s Hospital Medical Center, Cincinnati, OH
Ann Scheimann, M.D., M.B.A., Johns Hopkins School of Medicine, Baltimore, MD
Harold J.P. van Bosse, M.D., Shriners Hospital for Children, Philadelphia, PA
Barbara Y. Whitman, Ph.D., St. Louis University, St. Louis, MO
Liaison Members
Suzanne B. Cassidy, M.D., Scientific Advisory Board
Janalee Heinemann, M.S.W., Coordinator of Research and International Affairs, PWSA (USA), Vice President, IPWSO
Ken Smith, Executive Director, PWSA (USA)

Professional Providers Advisory Board
Chair - Patrice Carroll, Latham Centers, Brewster, MA
Kate Beaver, PWSA (USA), Sarasota, FL 
Steve Drago, ARC of Alachua County, Gainesville, FL
B. J. Goff, Goff Associates Disability Consultants, Springfield, MA

Jackie Mallow, Prader-Willi Homes of 
   Oconomowoc, WI
Kim Stevens, Volunteers of America, Tulsa, OK 
Mary K. Ziccardi, REM Ohio, Inc., Valley View, OH

Adults with PWS Advisory Board
Shawn Cooper, Georgia  Kate Kane, Maryland  Andy Maurer, South Carolina
Brooke Fuller, Michigan Lauren Lange, Georgia Abbott Philson, Maine
Conor Heybach, Illinois  Trevor Ryan, CA
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SAVE THE
DATE!

Mark your calendars and 
save the date for the 2015 

PWSA (USA) National Conference. The event dates 
are November 4-7th at the Buena Vista Palace in 
Orlando, FL. Details and more news on page 12...

Become a PWSA (USA) 
Member Today!

Member Benefits:
• 20% discount on merchandise
• Conference registration discount
•	 Gathered View newsletter
• Members only online access
• Be a part of the advocacy community
Purchase a membership today at pwsausa.org and click on 

Membership

Thank you
Angels! 
See pages
17 & 18

Come One, Come All, 
to the Greatest Show 
on Earth! See page 12

e-News...
Reminder – stay informed and stay 

current with PWSA (USA)’s free e-News. 
Sign up today at www.pwsausa.org and 
watch for the next update full of great info.


