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Spring is here and it’s time for fresh ideas! Mrs. Nancy Hemendinger joined our 
steering committee in January and brings exciting ideas for reaching out to the 
education community. Nancy is the Director of School Health Education for the 
Suffolk County Department of Health Services in Hauppauge, NY, and brings a 
wealth of information, experience and fresh ideas to the table. Be sure to read 
her article, “Parents and School Wellness Committees: Enhancing Your Child’s 
Recovery.”

Work has begun on our new PFN Panel Presentation program — a how-to for 
holding your own panel event, which we’ll share at the NEDA Conference in Los 
Angeles this October. Panel Presentations are a great way of providing support 
and awareness by tapping into the “experts” in your area. Our first PFN Panel 
Presentation is May 4, in Caldwell, NJ. Be sure to watch your email for more details.

Making Connections

Susan Maccia, NJ, PFN Chair

Back in 2005, I had the opportu-
nity to make a presentation at 
a NEDA Conference, and I was 
asked to discuss some of the les-
sons my wife and I had learned 
during our youngest daughter’s 
struggle with an eating disorder. 
One of the top lessons that came 
to mind was self-care.

“Self-care” is something that 
often gets pushed to the back, 
and yet, it is one of the most 
important things each of us can 
do, especially in periods of crisis. 
That point was reinforced to me 
one morning when I was on a 
flight and was preparing some of 
my notes for that upcoming NEDA 
Conference. The flight attendant 
came over the intercom and 
said, “In the event of an emer-
gency, yellow oxygen masks will 
fall down….” A minute later, she 
added, “And don’t forget to put 
your oxygen mask on first, since 
you can’t take care of someone 
else if you are incapacitated.” I 
used that analogy in my presenta-
tion, and it was actually the part 
of my talk that garnered the most 

comments. And it’s true: Self-care 
is a critical, albeit overlooked, 
part of survival in the battle with 
an eating disorder.

If it sounds like I have always 
been good at self-care, let me 
dispel those notions. In fact, I had 
to frequently remind myself that 
self-care didn’t mean I loved my 
daughter any less, or that I was 
neglecting her by caring for my-
self. I had to tell myself that the 
details (what, for how long, with 
whom, etc.) were less important 
than the fact that I actually did 
it. Even deep, slow breathing 
counted, as did taking a walk, or 
watching a favorite TV program.

Self-care will extend your stamina 
to withstand whatever it is you 
are fighting, whether it is grief, 
anxiety, fear or anger. Moreover, 
if your loved one is still struggling, 
your own self-care will model for 
them that it is appropriate to love 
one’s own self, to acknowledge 
self-worth and to invest in mental 
and physical health. After all, how 
can we expect them to practice 

self-care if we don’t ourselves? 
Trust me, they’re watching.

Today is a new day. Make it count. 
Come up with a brief (say five) list 
of things you can do on a regular 
basis to re-center. Pray, meditate, 
breathe deeply, find a sunny spot 
in your house and sip a cup of 
tea while the light and warmth 
envelop you. And when you do it, 
call it what it is: Your time. After 
all, recovery isn’t only about help-
ing a loved one defeat an eating 
disorder; it is about your own 
recovery as well.

The PFN wants to hear from 
you! What do you do to practice 
self-care? The PFN Newsletter is 
a forum for members to share 
and learn from one another. We 
will be collecting your strategies, 
tools and ideas until June 15th to 
create a PFN Self-Care Strategies 
list, which will be published in the 
next newsletter! To submit, email 
pffnetwork@myneda.org. 

“Put On Your Oxygen Mask, and Breathe”
Buddy Howard, Father, NEDA Board member
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Sending your child off to college 
can be a scary thing for a parent. 
It’s even scarier if your child has an 
eating disorder. Even if your son or 
daughter tells you they are ready, all 
the parental alarms go off, and the 
worries begin the day you drop them 
off at their freshman dorm. Who will 
look after them? Who will make sure 
they are eating? What will happen to 
them if they continue purging? If you 
can’t see them on a daily basis, how 
will you know they are not endanger-
ing their lives?

I remember when my daughter Taryn 
started college at the University of 
Florida. We had been struggling with 
her eating disorder for almost three 
years. I worried about everything 
from roommates who would discover 
her purging habit, to wondering who 
would let me know if she never went 
to the dining hall. I remember at ori-
entation I was much more interested 
in meeting people from the medi-
cal center than meeting academic 
counselors and learning about the 
school. Sending Taryn to college was 
terrifying on many levels.

Even if you send a child off to school 
who doesn’t have an eating disorder, 
who helps them if they develop a 
problem at school? After all, statistics 
from the Renfrew Center Foundation 
for Eating disorders say one in four 
college-aged women engage in binge-
ing and purging as a weight manage-
ment technique. Gürze Books says 
an estimated 10% of college women 
suffer from a clinical or nearly clinical 
eating disorder. Clearly, it’s an issue 
that cannot be ignored by colleges 
and universities.

Virginia Tech is creating a great 
model for other universities to follow 
in eating disorder treatment and 
awareness. My daughter, Taryn, and 
I, co-authors of the book DISTORTED, 
were keynote speakers in February 
at an event Virginia Tech held during 
National Eating Disorder Awareness 
Week. We were amazed at the depth 
of the program. They held week-long 
events to get the message out about 
the dangers of eating disorders, with 
activities and service opportunities 
to encourage people to be accepting 
and appreciative of healthy bodies 
and to discourage negative self-talk.

Their theme for the week was 
“Journey to Recovery – It’s Time to 
Talk About It,” and it was a cele-
bration of healthy eating attitudes, 
self-esteem and body image. It was 
wonderful to see a university taking 
such a pro-active approach to make 
sure the Virginia Tech students got 
the right message, and knew where 
to go for help. They worked with 
other departments all over the 
campus to spread the word, and 
had an “Ask the Professional” series, 
which allowed students to talk to 
related specialists about topics like 
nutrition and personal training. They 
even sponsored a screening called, 
“Gauge Your Eating Habits,” which 
gave students a chance to talk to 
counselors in a non-threatening way.

Taryn and I enjoyed reaching out to 
the sorority girls, curious students, 
and recovering young women. This 
was the perfect demographic to hear 
our story, and we were especially 
encouraged by the inquisitive and 
reflective questions that were asked 

after our presentation. The next 
morning, the task force arranged for 
us to speak to all their counselors and 
many of their health service provid-
ers to better educate them on eating 
disorders, related behaviors, and the 
role of the family. We were thrilled at 
how interested the staff was in learn-
ing more about the idiosyncrasies of 
their patients with eating disorders, 
as well as getting a better under-
standing of how frightening this is for 
the parents.

We came away hoping that more 
colleges and universities would adopt 
Virginia Tech’s open and helpful 
attitude regarding awareness about 
eating disorders, and providing the 
necessary care and services. Knowing 
there are concerned, compassion-
ate and knowledgeable university 
personnel waiting to help can go a 
long way towards relieving the fears 
of the parents of an affected college 
student.

Lorri Antosz Benson is the author of 
DISTORTED –How One Mother and 
Daughter Unraveled the Truth, the 
Lies and the Realities of an Eating 
Disorder

Off to College: NEDAwareness Week at Virginia Tech
Lorri Antosz Benson, NEDA PFN Steering Committee Member, Florida
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As patients and their families 
well know, finding an appropri-
ate treatment program or team 
for an eating disorder patient can 
be a daunting process. For the 
newly diagnosed, the choices are 
overwhelming and the decision 
as to the appropriate level of 
care is likely beyond the family’s 
comprehension. For those who 
have suffered from the disease 
for some time, these choices can 
be difficult for other reasons. 
Although these decisions may be 
tough, it is important that eating 
disorder patients have access 
to all levels of care, including 
residential treatment. Under our 
current system of medical care, 
this almost always means that 
in order to access residential 
treatment, the patient’s insur-
ance policy must cover this level 
of care.

This issue is the focus of an 
important case currently pending 
before the federal Ninth Circuit 
Court of Appeals called Harlick v. 
Blue Shield of California. The story 
of Jeanene Harlick, the plaintiff in 
the case, is sadly a familiar one. 
Jeanene is a 37-year-old woman 
who has suffered from severe 
anorexia, depression, anxiety, and 
obsessive-compulsive disorder for 
more than 20 years. Despite these 
serious conditions, and result-
ing medical complications such 
as osteoporosis and anemia, she 
was able to hold down a job at a 
general contractor. The contrac-
tor provided health insurance for 
its employees, including Jeanene, 
through a policy it purchased 
from Blue Shield.

In 2005 and 2006, Jeanene’s 
condition began to decline to the 
point where it was life-threat-
ening. She received extensive 

outpatient medical and psychi-
atric treatment, but it became 
clear that this treatment was 
insufficient to treat her condition. 
Her doctors recommended that 
Jeanene be admitted to a residen-
tial eating disorder program for 
at least six months. Jeanene was 
admitted to Castlewood Treat-
ment Center in St. Louis, Missouri, 
where she stayed for 191 days.

Residential treatment facilities 
constitute a crucial link in the 
spectrum of medical care avail-
able to eating disorder patients. 
These centers provide a transition 
for patients who do not need the 
acute, medically intensive treat-
ment available in a hospital, but 
who still need a structured, su-
pervised environment to receive 
treatment. Importantly, residen-
tial treatment is cost-saving as 
well, as it helps patients recover 
before their condition deterio-
rates to the point that they need 
expensive hospital services.

Despite Jeanene’s serious condi-
tion, and her obvious need for 
residential treatment, Blue Shield 
denied her claim for benefits, 
claiming that its policy did not 
cover residential treatment. 
Jeanene filed suit against Blue 
Shield, but the federal district 
court judge ultimately found for 
Blue Shield. Jeanene is now ap-
pealing to the Ninth Circuit Court 
of Appeals.

In her appeal, Jeanene has made 
two arguments: (1) that the 
policy does cover the treatment 
provided by Castlewood, regard-
less of Blue Shield’s position to 
the contrary; and (2) even if the 
policy does not explicitly cover 
such treatment, it is required by 
California’s Mental Health Parity 

Act to do so. California’s Parity 
Act provides that if an insurer 
covers the cost of treatment for 
patients with physical illnesses, it 
must provide equivalent coverage 
for the treatment of patients with 
mental illnesses.

The Harlick case is important 
because Blue Shield is one of the 
largest health insurers in Califor-
nia, with more than 3.3 million 
members. The policy language at 
issue in the case is not uncom-
mon, and Blue Shield has used 
it in other cases to deny similar 
claims for treatment. A favor-
able ruling from the Ninth Circuit 
would mean increased access to 
treatment for Blue Shield mem-
bers in California, and undoubt-
edly such a decision would have a 
ripple effect on other insurers in 
California and elsewhere.

We hope the Ninth Circuit will 
find that it is not only unfair but 
unlawful for Blue Shield to deny 
life-saving treatment, such as 
that provided by Castlewood, 
to patients who clearly need it. 
California’s Parity Act, and the 
parity acts of other states across 
the country, were designed to 
end discrimination against pa-
tients with mental illnesses. Blue 
Shield’s actions in this case, and in 
others, shows that it is attempting 
to evade its responsibilities to its 
insureds, and we hope the Ninth 
Circuit will shine a light on this 
practice and bring it to an end.

The Ninth Circuit has not set a 
hearing date for the case, but it 
will hopefully be decided by the 
end of the year.

“A favorable 

ruling from the 

Ninth Circuit 

would mean 

increased 

access to 

treatment for 

Blue Shield 

members …”

Insurance Policies Should Be Required to Cover Residential Treatment for 
Eating Disorder Patients Lisa S. Kantor, Esq. and Peter Sessions, Esq.
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Nowadays, the average person is 
fairly familiar with the classic signs 
of an eating disorder. In general, 
most parents would notice if their 
teenager lost unhealthy amounts 
of weight or regularly binged and 
purged. A recent study, however, 
has found that these “textbook” 
symptoms of anorexia or bulimia are 
just the tip of the iceberg when it 
comes to describing eating disor-
ders in adolescents. The majority 
of teenagers with eating disorder 
symptoms may actually fall into the 
category of “subsyndromal eating 
disorders”. This miscellaneous 
category is comprised of levels/
types of eating disorder symptoms 
that, while often equally disruptive 
to a teenager’s psychological and 
physical health and functioning, 
technically don’t qualify them for a 
full anorexia nervosa (AN), buli-
mia nervosa (BN) or binge eating 
disorder (BED) diagnosis. A new 
study published in the Archives of 
General Psychiatry 1 measured eat-
ing disorder symptoms in a national 
sample of more than 10,000 teens. 
Researchers found lifetime preva-
lence rates of AN, BN, and BED to be 
0.3%, 0.9%, and 1.6% respectively. 
These percentages however, failed 
to account for the 3.3% of teenagers 
who reported subsyndromal eating 
disorders.

In other words, frequently cited 
statistics that only take into account 
full AN, BN or BED diagnoses are 

1. Swanson SA, Crow SJ, Le Grange D, 
Swendsen J, & Merikangas KR (2011). 
Prevalence and Correlates of Eating 
Disorders in Adolescents: Results 
From the National Comorbidity 
Survey Replication Adolescent 
Supplement. Archives of General 
Psychiatry. For more information 
about this study, see http://www.
webmd.com/mental-health/
anorexia-nervosa/news/20110307/
study-eating-disorders-in-teens-are-
common

seriously under-representing the 
number of adolescents with eating 
disorder symptoms. The majority 
of these subsyndromal cases are 
”atypical” eating disorder sufferers, 
such as younger preadolescents, 
or individuals from non-Western 
cultures. Of note, many of those 
with subsyndromal eating disorders 
are males, suggesting that eating 
disorder symptoms are actually far 
more equally represented across 
the genders than was originally 
thought. And, most alarmingly, 
though the consequences of these 
subsyndromal eating disorders are 
frequently as severe as those of the 
full diagnoses (rates of higher social 
impairment and suicidality were 
comparable across both full and 
subthreshold groups), the majority 
of teenagers with subsyndromal 
symptoms did not receive treatment 
specific for their eating disorder.
Study co-author and NEDA Clini-
cal and Scientific Advisory Council 
member Daniel le Grange, Ph.D. 
notes, “The main story for parents is 
to be aware that these disorders are 
prevalent, far more than we thought 
previously. Full threshold eating 
disorder cases seen in specialty 
clinics are the tip of the iceberg. In 
the population at large there are 
substantial numbers of teenagers 
with serious disordered eating.”

So what’s a parent to do? The first 
step for a caregiver worried about 
their child’s symptoms will often be 
a visit to the pediatrician. If your 
child is presenting with a subsyn-
dromal eating disorder however, it’s 
highly possible that a pediatrician 
might miss the warning signs. In 
an attempt to minimize the likeli-
hood of atypical eating disorder 
symptoms escaping detection, the 

American Academy of Pediatrics 
recently released a clinical report 2 
for physicians. The article outlined 
pediatrician guidelines for the iden-
tification and treatment of both sub-
syndromal and full eating disorders. 
Specifically, the report suggests 
pediatricians familiarize themselves 
with early detection methods and 
proper evaluation techniques for 
eating disorder symptoms. Because 
the medical complications of both 
subsyndromal and full eating disor-
ders can be serious, and can affect 
almost all organ systems, pediatri-
cians should perform a comprehen-
sive physical, and should continue 
to monitor measures of medical 
stability throughout the course of 
treatment. A thorough examination 
of psychological factors, including 
a suicidality assessment, should be 
completed by the examining doctor, 
and, if needed, an appropriate refer-
ral to an eating disorder or mental 
health specialist should be provided.

The text of the article was written 
for medical professionals, but offers 
several important points for parents 
to remember as well:

• Tell your side of the story. 
As you well know, when the 
eating disorder is in charge, 
your usually responsible son or 
daughter will often be com-
pelled to downplay or deny 
their unhealthy behaviors. A 
teen’s convincing minimization 
of their symptoms can often 
lead to a false sense of security 
in physicians. Alternately, some 
physicians have been known 
to dismiss teens’ warning signs 
of negative body image or 
attempts at dieting as “typical 
adolescent behavior.” As much 
as is possible, make sure you 

2. http://pediatrics.aappublications.org/
cgi/content/full/126/6/1240

News for Parents Jocelyn Lebow, MA

National study shows eating disorder prevalence in teens. American Academy of Pediatrics publishes 
new guidelines on identification and treatment.

(continues on next page) 

http://www.webmd.com/mental-health/anorexia-nervosa/news/20110307/study-eating-disorders-in-teens-are-common
http://www.webmd.com/mental-health/anorexia-nervosa/news/20110307/study-eating-disorders-in-teens-are-common
http://www.webmd.com/mental-health/anorexia-nervosa/news/20110307/study-eating-disorders-in-teens-are-common
http://www.webmd.com/mental-health/anorexia-nervosa/news/20110307/study-eating-disorders-in-teens-are-common
http://www.webmd.com/mental-health/anorexia-nervosa/news/20110307/study-eating-disorders-in-teens-are-common
http://pediatrics.aappublications.org/cgi/content/full/126/6/1240
http://pediatrics.aappublications.org/cgi/content/full/126/6/1240
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are in the room while the doc-
tor is asking for a history and 
make a point of providing col-
lateral information as needed 
and emphasizing the severity of 
problematic behaviors.

• Ask to see a graph. Part of 
your child’s routine pediatric 
visits should have included 
yearly measurements of height, 
weight and BMI. These values 
have likely been plotted on 
a growth curve, which offers 
a comparison to gendered 
averages. This graph can be 
particularly helpful in noting 
disruptions in your teenager’s 
development as a result of an 
eating disorder. Contrary to 
popular belief, eating disorders 
are not always characterized by 
overall weight loss. Frequently, 
eating disordered teenagers 
who are still growing will main-
tain or even slowly gain weight 
over time. For these teens, the 
effects of an eating disorder 
will only be seen in changes of 

developmental trends, or drops 
in percentiles, evident through 
your doctor’s longitudinal 
growth chart.

• Insist on a comprehensive 
screening. Sufficient screening 
for an eating disorder involves 
more than just measuring 
weight. In addition to basic 
measurements, pediatricians 
should be asking your teenager 
(and you) about your child’s 
body image, eating habits and 
about his or her psychological 
functioning. In order to ensure 
medical stability, a pediatri-
cian should also perform a 
thorough physical and possibly 
request certain lab tests (for 
a list of specific tests, see the 
original article, linked above). 
If your pediatrician misses any 
of these major components 
of the evaluation, it’s your 
right as a parent to request a 
more thorough assessment, 
or pursue a second opinion 
from a specialist. Additionally, 

if your teenager’s presentation 
is not that of a “typical” eating 
disordered adolescent or if labs 
and other medical tests come 
back normal, this doesn’t nec-
essarily exclude the possibility 
a subsyndromal (or particularly 
sneaky full threshold) eating 
disorder is present. Trust your 
judgment as a parent, and fol-
low up as necessary.

Jocelyn Lebow, MA, is a doctoral 
candidate in clinical psychology at 
Illinois Institute of Technology. Ms. 
Lebow has received training at the 
University of Chicago Eating and 
Weight Disorders program and is 
actively involved in the development 
of an Internet-based eating disorder 
program for parents of teenagers 
(www.epathprogram.org).

Visit NEDA’s website for a full listing 
of eating disorder research studies.

Facing the world of insurance can 
be a daunting task, especially when 
coping with your loved one’s illness. 
Large treatment providers (residential 
providers, hospitals) commonly have 
a staff dedicated to dealing with insur-
ance on your behalf. Smaller providers 
(individual therapists, nutritionists) 
do not have the resources of larger in-
stitutions and so most of the legwork 
required in obtaining benefits falls to 
the insured or family and friends step-
ping up to help navigate insurance on 
behalf of the loved one in treatment 
or recovery.

Whether treatment is being provided 
through a large treatment provider 
or an individual provider, knowing 

common insurance terms makes the 
process of obtaining benefits a bit 
less overwhelming. It also shows the 
providers and insurance companies 
the extent to which you are willing to 
advocate on your loves one’s behalf.

Before jumping into commonly used 
insurance terms, take some time to 
understand the process. NEDA’s Par-
ent Toolkit provides a great starting 
point! Section IV of the Toolkit is 
devoted to insurance including navi-
gating and understanding insurance 
issues, rights under COBRA, managing 
the appeals process and provides sam-
ple letters you may use to correspond 
to insurance companies under various 
circumstances. Our PFN Newsletters 

have covered numerous insurance 
topics. You can find past newsletters 
on NEDA’s Parent, Family and Friends 
Network web page.

Provided below are common terms 
you will run across when navigating 
insurance and this list is certainly 
not comprehensive. When you come 
across language you do not under-
stand, ask the insurance provider to 
give a detailed explanation and write 
the information down. The more infor-
mation you have, the better equipped 
you are to support your loved one in 
recovery.

Deductible – The yearly amount the 
policyholder must pay out-of-pocket 

(continues on next page) 

“A teen’s 

convincing 

minimization of 

their symptoms 

can often lead 

to a false sense 

of security in 

physicians.”

News for Parents continued

Insurance 101: What does it Mean? Susan Maccia, PFN Steering Committee Chair, New Jersey

http://www.epathprogram.org/
http://www.nationaleatingdisorders.org/research-efforts/research-studies.php
http://www.nationaleatingdisorders.org/uploads/file/toolkits/NEDA-Toolkit-Parents_03-10-09.pdf
http://www.nationaleatingdisorders.org/uploads/file/toolkits/NEDA-Toolkit-Parents_03-10-09.pdf
http://www.nationaleatingdisorders.org/programs-events/parent-family-and-friend-network.php
http://www.nationaleatingdisorders.org/programs-events/parent-family-and-friend-network.php
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before reimbursements from the 
insurance company begin. This 
information must be clearly spelled 
out in the policyholder’s insurance 
contract or Summary Plan Descrip-
tion (See our April 2010 Newsletter 
for more information).

Explanations of Benefits 
(EOB) – The insurance company’s 
decision whether or not to pay a 
medical expense (claim) and how 
this decision relates to your policy. 
These forms are often very confus-
ing since the insurance company 
uses this one form to relay informa-
tion to the policyholder and the 
medical provider, as well as comply 
with numerous state and federal 
laws. If you do not understand 
the information on an EOB, call 
the insurance provider’s customer 
service department and request an 
explanation.

Exclusions – Any medical or health 
care services not covered by an 
insurance plan.

Formulary – A list of all covered 
prescription medications.

HIPPA (Health Care Portability and 
Accountability Act) – Legislation 
that allows people to change jobs 
and be accepted into their new 
company’s group health insurance 
plan regardless of pre-existing 
conditions. There are numerous 
requirements imposed under this 
legislation including the rules re-
garding release of medical informa-
tion. If you are navigating insurance 
on your loved one’s behalf, it will 
be necessary for your loved one 
to sign release forms for both the 
medical/mental health providers 
and the insurance provider. This 
release gives you the ability to 
obtain and convey medical/mental 

health information to and from the 
providers and insurance company. 
For more information on HIPPA, 
visit the US Department of Health 
and Human Services.

Level of Care Criteria – When mak-
ing a decision on reimbursement 
of benefits, insurance companies 
review the current status of the 
policyholder during a UR (see be-
low) and determine what benefits 
it will pay based on the policy-
holder’s current medical/mental 
health status relayed to them by 
the treatment provider. To make 
this determination, the insurance 
company maintains a “Level of Care 
Criteria”. The American Psychiat-
ric Association (APA) publishes a 
Level of Care Criteria for eating 
disorder treatment which provides 
the best example of the criteria for 
individuals diagnosed with an eat-
ing disorder. Insurance companies 
may have their own Level of Care 
Criteria which you may request and 
are entitled to receive.

Policyholder – The person holding 
or covered under an insurance 
policy.

Pre-Admission Review & Certifica-
tion – A review which takes place 
between the insurance company 
and the provider to determine 
whether or not your loved one 
meets the insurance company’s 
Level of Care Criteria for the treat-
ment requested.

Provider – The medical or mental 
health individual or institution 
providing medical or mental health 
treatment to your loved one.

Usual, Customary and Reasonable 
Fees – The standard amount or 
medical charges usually covered or 

charged for medical services and 
supplies.

Utilization Review (UR) – The 
process in which the care of 
patients is monitored for cost-
effectiveness, efficiency and 
quality. The utilization review 
happens between the pro vider 
and the insurance company and is 
based on the provider’s assessment 
of your loved one’s current 
condition and how that meets the 
insurance company’s Level of Care 
Criteria.

Before you embark on navigating 
insurance on behalf of your loved 
one, always ask for a copy of the in-
surance contract or Summary Plan 
Description. These documents spell 
out the specifics of the insurance 
coverage available to your loved 
one. Whenever you have a ques-
tion, ask and if you’re not satisfied 
with the answer, take the question 
up to the next person in charge.

Navigating insurance is difficult and 
time consuming but it doesn’t have 
to be stressful when you’re armed 
with the information you need.

Insurance 101: What does it Mean? continued

http://www.nationaleatingdisorders.org/uploads/file/2010 April PFFN Newsletter Final 04-20-10.pdf
http://www.hhs.gov/ocr/privacy/
http://www.hhs.gov/ocr/privacy/
http://www.psychiatryonline.com/popup.aspx?aID=139471
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Commitment of PFN Members Creates Change: A Mom’s Journey to the Missouri 
State Capitol Annie Seal, STAR (Solutions Through Advocacy and Reform) Program Representative, PFN Member

I am a mom of a daughter who was 
diagnosed with an eating disorder 
when she was 15. On my daughter’s 
16th birthday she began an intensive 
outpatient treatment program 10 
hours a day, 7 days a week. It is 
unbelievable, but at the time my 
husband and I had no idea how sick 
my daughter really was.

During the course of my daughter’s 
treatment, we were denied insurance 
three times due to “medical neces-
sity.” We have excellent insurance 
with a good mental health policy, 
except for this one small caveat called 
medical necessity. It seems our insur-
ance company had the final say as to 
whether or not my daughter qualified 
for treatment. So against the recom-
mendation of the treatment center’s 
medical director, treatment team 
and case manager – my daughter 
was denied treatment. Two times she 
relapsed badly, creating the need for 
even more treatment. The last time 
she was denied she was far enough 
along in her recovery that we were 
able to make it work.

I watched my family and other 
families spend significant amounts of 
energy fighting insurance companies 
instead of fighting for their loved 
one’s recovery. My daughter fretted 
daily whether or not she was going to 
have to leave her recovery program. 
The focus was wrong. Those who 
suffer and their families should not 
have to fight with insurance for the 
right to treatment. I often thought, 
“If my daughter had cancer we 
wouldn’t be fighting for coverage, 
our insurance company would not 
suddenly determine that only half 
of her chemotherapy is sufficient.” 
The randomness and unfairness was 
overwhelming.

Fortunately my daughter is in full 
recovery. In spite of her dismissals 

and early relapses, we consider her 
early intervention and aggressive 
treatment program as critical to 
her recovery. It is because of our 
experience that I am passionate 
about raising awareness for this 
disease. We must speak about 
this disease as a disease. I believe 
education and awareness will result 
in earlier interventions and more 
complete treatment options.

While I count myself, my daughter 
and my family extremely fortunate 
with our eating disorders experience, 
I am also very angry at the dis-
crimination and the unwillingness of 
insurance companies to do the right 
thing. Full treatment is much less ex-
pensive than the triage necessary to 
sustain a life and the long-term costs 
associated with chronic co-occurring 
conditions. Full treatment is much 
less expensive than the cost of a life. 
Yet even a sound financial argument 
does not result in greater access to 
treatment. The net/net is the insur-
ance companies angered the wrong 
person (me) and I am committed to 
doing something about it.

I began my eating disorders advocacy 
effort in 2007 when I met with my 
House Representative, Rachel Storch. 
Representative Storch was in the 
midst of a re-election campaign, yet 
still made time to speak with me. I 
had pulled together an overview of 
Eating Disorders and provided a quick 
overview of Missouri’s Mental Health 
Parity law to talk about the need for 
fair legislation. Representative Storch 
agreed to sponsor the bill and we 
began to draft the language. The MO 
bill was originally modeled after the 
FREED Act, national eating disorders 
legislation, with the exception of 
the research funding. The MO bill 
included the following: Education 
and Awareness programs through 
the Department of Health; a Missouri 

Eating Disorders Council through the 
Department of Mental Health; and 
an insurance mandate. I remember 
my first visit to Jefferson City on 
February 2nd of 2008 when we held 
our first Eating Disorders Awareness 
Day. We had 50 people rally together 
and then we dispersed to meet with 
legislators. No one had ever been 
to the state Capitol to talk about 
eating disorders and awareness was 
extremely low. It was during those 
meetings that I was able to find the 
bill’s original senate sponsor, Senator 
Rita Heard-Days. We filed companion 
bills in both the house and the senate 
and visited the Missouri State Capitol 
weekly to meet with legislators and 
keep up awareness.

We raised significant awareness 
during two legislative sessions, but 
consistently could not create move-
ment of the bill due to the insurance 
mandate. I learned that the insurance 
lobbyists are among the most power-
ful. I also learned that the insurance 
industry claims a mandate will cost 
business owners, thereby further 
stressing the system. I never could 
discern whether or not the savings 
from providing treatment versus 
triage was passed along. From what 
I have been able to gather, costs are 
passed along, savings are not.

During the second session we had 
additional sponsors, Representatives 
Rachel Storch, Rick Stream and Sena-
tor David Pearce. We also had 60 co-
sponsors in the house which was an 
amazing feat. Because the insurance 
mandate was so difficult to pass, the 
eating disorders bill was modified to 
include only the MO Eating Disorders 
Council. We felt it was an important 
first step that would bring together 
professionals, educators, and families 
from around the state to raise aware-
ness and begin fact-gathering about 
eating disorders.

(continues on next page) 
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The Missouri Eating Disorders Council 
was passed into law as an amendment 
to another bill on the last day of session 
at 6pm. This is directly due to the work 
of our bill sponsors, Representative Ra-
chel Storch, Representative Rick Stream 
and Senator David Pearce in getting the 
votes needed to pass the legislation.

It is my hope that information gathered 
by the Council will be instrumental in 
helping us get the tougher insurance 
mandate piece passed. We will be back 
again to fight for access to treatment 
through insurance mandate legislation.

I have found advocacy makes a profound 
difference in what is a confusing, debi-
litating disease. I experienced feelings of 
helplessness and extreme distress when 
dealing with my own daughter’s illness. 
Meeting with legislators is incredibly 
empowering. Testifying in front of 
House and Senate committees is highly 
therapeutic. Advocacy gives a voice to 
this silent and deadly disease, but we 
need those affected to come forth and 
meet with legislators and demand fair 
treatment. I liken it to storming the castle 
– we have to step away from our guilt, 
shame and confusion and courageously 
demand an end to discriminatory and 

unfair practices by insurance companies. 
This past year in Missouri a very 
substantial Autism Insurance Mandate 
was passed, mostly because people who 
struggle with Autism were relentless. 
They stormed the castle and made a 
difference.

Through my past two years of advocacy 
work I have learned the following:

1. We are truly a government of the 
people, by the people and for the 
people as distinguished by President 
Lincoln in the Gettysburg Address. 
The power really does lie with us, 
but it is up to each one of us to  
seize it.

2. Legislators want to do the right 
thing for their constituents, but 
they must hear directly from 
constituents to know what is right. 
Those who have been dealing with 
eating disorders must reach out 
directly and share their stories. It is 
the one thing that makes the most 
difference. Call your legislator and 
ask to meet with him/her to discuss 
the need for fair eating disorders 
legislation.

3. Good and fair policy is critical. Sadly, 
companies do not always do the 
right thing so laws are needed to 
force compliance and fair practices. 
Fair access to complete and quality 
treatment must be mandated.

4. Little is known about eating disor-
ders. It is a disease surrounded by 
mythology and falsehood. We must 
break the silence and create clarity 
that eating disorders are a disease 
with serious and often deadly 
outcomes. Again, it is up to us to 
build awareness and truth. We must 
share our stories.

5. Advocacy is transformative and 
empowering. Take action today 
by getting involved with the STAR 
(Solutions Through Advocacy and 
Reform) program. Contact Lara 
Gregorio, STAR Program Manager, at 
lgregorio@myneda.org to find out 
what you can do.

A Mom’s Journey to the Missouri State Capitol continued

S. William Walters is clinically 
trained and has been working as 
NEDA’s Helpline Supervisor since 
2008. He earned his MA in Clinical 
Psychology at Antioch University in 
Seattle, Washington in 2003. William 
is an avid reader and bicyclist. In 
addition to commuting to and from 
work by bicycle, he and his wife ride 
on the weekends in Seattle (weather 
permitting).

He is a life long lover of things that 
grow. Along with being a cat whis-
perer of sorts, he has taken on being 
the unofficial NEDA plant guy. He 

insures that the Helpline is always 
green, with a special focus on edible 
or fruit bearing plants. The NEDA 
Helpline has coffee, orange, lemon 
and grapefruit trees as well as a co-
conut palm and a small banana tree.

William’s special clinical interests are 
eating disorders, trauma and Border-
line Personality Disorder.

Meet NEDA – S. William Walters, Helpline Supervisor
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“I love food; I don’t understand why 
your daughters won’t eat. That cer-
tainly is not my problem.” This was 
a statement made by my daughters’ 
orchestra teacher, Mr. E., to me.

Mr. E’s questions to my daughters on 
a class trip... “Are you eating? How 
come you don’t like to eat?”

Mr. E’s comments and questions 
draw attention to why eating disor-
ders need to be discussed in schools. 
I am sure Mr. E did not mean any 
harm, but how one responds to a 
student with an eating disorder or in 
the process of recovery from an eat-
ing disorder can make a difference in 
how that recovery progresses.

Why would we expect teachers, 
coaches, nurses and administrators 
to understand how to respond to a 
student in recovery from an eating 
disorder? Family members spend 
months and more often, years, 
learning how to respond to their 
child’s disordered eating. Unlike 
other harmful behaviors that can be 
banned and monitored on school 
grounds, such as tobacco/alcohol 
and drug use, students limiting food 
intake and increasing physical activ-
ity cannot be, and may go unno-
ticed. By participating in a School’s 
Wellness Committee, parents can 
increase awareness about eating 
disorders and improve support in 
the school environment for those 
students trying to recover or at risk 
of developing an eating disorder.

In June 2004, the Child Nutrition and 
WIC Reauthorization Act was signed 
into law making it mandatory for 
all local education agencies partici-
pating in the Federal School Meal 
Programs to create a Local Wellness 
Policy by July 2006. In passing this 
legislation, Congress recognized the 

vital role that schools can play in 
ensuring the health and wellness of 
their students.

The wellness policies are mandated 
to include: Goals for nutrition educa-
tion and physical activity, nutrition 
standards for foods sold in schools, 
plans for measuring implementation 
of the local wellness policies, and a 
requirement for parent and commu-
nity involvement in the development 
of the policies.

As schools focus well-intentioned 
efforts on improving dietary 
patterns and increasing physical 
activity among students, those with 
eating disorders may be triggered 
to relapse and those at risk may 
be pushed further into disordered 
eating practices. School “obesity 
prevention” messages may uninten-
tionally reinforce a student’s eating 
disorder chatter, such as, “reduce 
portion size, exercise more, keep 
moving and that certain foods are 
bad.” During the recovery process, 
the goal is to move away from this 
chatter and to focus on using healthy 
nutrition and physical activity as a 
way to fuel the body.

How can a Wellness Policy create 
a less hostile school environment 
for students recovering from eating 
disorders? The National Eating Dis-
orders Association Educator Toolkit 
includes practical suggestions for 
schools to assist students with eating 
disorders. Parents can use the fol-
lowing strategies as well as the NEDA 
Educator Toolkit as a starting point 
when talking with School Wellness 
Committee members. The NEDA 
Educator Toolkit is free to download 
from NEDA’s website, or you can 
request a free copy of the NEDA 
Toolkits CD-ROM (includes all three 
Toolkits) be sent to a representative 

at your child’s school. (To request a 
NEDA Toolkits CD-ROM, click here.)

What can School Wellness Commit-
tees do?

• Provide sensitivity trainings for 
teachers, nurses, coaches and 
administrators, which would 
include how to support healthy 
body images. I have presented 
many in-services for this popu-
lation. They are very receptive 
in learning how to support 
students and their families who 
are struggling with an eating 
disorder.

• Develop and implement a 
referral protocol for school staff 
to follow when they suspect 
a student may have an eating 
disorder. School personnel need 
to recognize signs and symp-
toms of eating disorders and 
understand how to respond.

• Have a re-entry protocol 
specific for students who 
have not been able to attend 
school because of their eating 
disorders. Be sure school 
anti-harassment and anti-
discrimination policies include 
provisions about physical 
appearance and body shape.

• Perfectionism tends to be a 
driving force for these students. 
What appears to be a teacher’s 
dream student, well mannered, 
and highly motivated, are 
actually characteristics for 
those prone to eating disorders. 
In addition to the food and 
exercise culture, students are 
also usually returning to a 
high level of academic stress. 
Teachers need to encourage 
these over-achievers to take a 
step back.

Parents and School Wellness Policies: Enhancing Your Child’s Recovery
Nancy Hemendinger, PFN Steering Committee member

(continues on next page) 

http://www.nationaleatingdisorders.org/information-resources/educator-toolkit.php
http://neda.nationaleatingdisorders.org/site/Survey?ACTION_REQUIRED=URI_ACTION_USER_REQUESTS&SURVEY_ID=2221
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Book Review — Help Your Teenager Beat an Eating Disorder
Review submitted by Ann Farine, PFN member

Book reviews are provided by 
individual PFN members to share 
with others what they have 
gained from reading a book that 
served as a resource to the review 
author. NEDA does not endorse 
any specific books or authors.

Authors: James Lock, MD, PhD 
and Daniel le Grange, PhD 
(The Guilford Press, 2005)

Five years ago, our 16 year old 
daughter was confined to a hos-
pital bed with a heart rate in the 
30’s and a diagnosis of anorexia. 
She had been hiding her severe 
restricting and over-exercising 
for only two months, but had 
spiraled down that quickly.

Her doctor recommended Lock 
and le Grange’s Help Your Teen-
ager Beat an Eating Disorder, and 
that’s when I first learned of the 
family-based treatment called the 
Maudsley approach. I recognized 
my daughter’s anorexic behav-

iors in the very first paragraph of 
Chapter One, but didn’t realize 
then how invaluable the book 
would be in the months to follow. 
From “Act Now”, which stresses 
the urgency of addressing the 
eating disorder and separating it 
from your child, to “Get into Your 
Child’s Head”, which gives insight 
into the disordered thinking that 
is so hard to comprehend, Help 
Your Teenager Beat an Eating 
Disorder offers practical advice 
for guiding your child back to 
health. Other areas covered are 
research on cause, therapy and 

treatment options, and concerns 
about co-morbid conditions. The 
authors give suggestions on how 
to work with the professionals 
involved in your child’s care, and 
how a family can present a united 
front against the eating disorder. 
This book provided an oasis of 
sanity and hope that I revisited 
many times during a very difficult 
period in our family‘s life.

Our daughter eventually gained 
insight into her illness with the 
help of a family-based treatment 
team, and now she’s able to 
maintain her health and live her 
life fully, and independently. I’ll 
continue to recommend Help Your 
Teenager Beat an Eating Disorder 
as required reading for any parent 
who’s fighting for their child’s life, 
as well as for any professional in-
volved in the treatment of eating 
disorders.

• Implement a K-12th grade com-
prehensive health education 
curriculum. Improving dietary 
and exercise patterns is one 
piece of overall health educa-
tion. Self-esteem, identification 
of feelings, peer pressure, how 
to access help, advocacy and 
media literacy, as well as avoid-
ance of other high risk behav-
iors, should be included in com-
prehensive health education. A 
strong School Wellness Policy 
supported by comprehensive 
health education is sound pre-
vention for eating disorders and 
for building healthy lifestyle 
behaviors.

During the recovery process, par-
ents battle to eliminate the eating 
disorder’s influence on their child. 
A supportive school environment 
will help parents with this challenge. 
As noted by my daughters, “When 
we told Coach Dan that we couldn’t 
swim because we had anorexia, he 
was very caring and understanding 
and said, that no matter what, we 
were still part of the team. That was 
really nice and touching … he made 
sure to keep us involved.” With 
sound Wellness Polices, education 
and school staff and parental in-
volvement, Coach Dan’s response is 
more likely to become the norm for 
supporting students struggling with 
eating disorders.

Nancy Hemendinger is a PFN Steering 
Committee member, Director of the 
School Health Education Initiative 
for the Suffolk County Department 
of Health Services, Office of Health 
Education, and mother of twin 
daughters diag nosed with anorexia 
when they were 15.

Parents and School Wellness Policies continued
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Thank you to our generous Sustaining Sponsors for helping to make our programs and services possible.
Platinum: Rader Programs and Remuda Ranch GOlD: Rogers Memorial Hospital and Timberline Knolls 
Silver:  CRC Health Group and University Medical Center at Princeton 
Steel: Center for Eating Disorders at Sheppard Pratt, Eating Recovery Center, McCallum Place, and The Renfrew Center 
BrOnze: Cambridge Eating Disorder Center, Oliver-Pyatt Centers, and Pine Grove Women’s Center

Share your Thoughts
If you have an idea for an article, a question you’d like us to research or would simply like to share your story, 
we’d love to have you participate in our newsletter! Email us at pffnetwork@myneda.org. Be sure to include 
your full name, email address and daytime phone number so we can contact you! The PFN Newsletter is by 
parents, family, and friends for parents, family and friends!

Need support in the process of seeking treatment and caring for a loved one struggling with an eating 
disorder? The NEDA Navigators are here for you! Click here to locate a NEDA Navigator in your area.

* Navigators are not mental health professionals or treatment providers. They are PFN volunteers who have been through an 
eating disorder themselves or with a loved one and are now in strong recovery. Navigators are trained to help you identify 
resources, treatment options and be a source of support in your journey.

(Houston, TX) This year’s NEDAwareness 
Week offered NEDA Network Member 
MentorCONNECT the opportunity to 
partner with NEDA to introduce the very 
first “virtual” walk, where participants 
used social media to “walk, talk, post, 
blog, and tweet” about eating disorders 
awareness.

The Virtual Walk was designed to allow 
MentorCONNECT’s more than 1,500 
members to participate in a NEDA Walk 
regardless of the state of their physical 
health or their geographic location. Dur-
ing this month-long event, participants 
were encouraged to reach out to friends 
and family, asking for support for their 
own recovery as well as for all of those 
who are striving for recovery. Some par-
ticipants posted links to NEDA resources 
on their facebook pages, while others 
tweeted out their personal stories with a 
link to the Walk page, asking for support. 

NEDA Network Highlight – MentorCONNECT

The effort raised nearly $3,500 for NEDA 
and MentorCONNECT.

To celebrate the conclusion of a suc-
cessful inaugural event, Shannon Cutts, 
MentorCONNECT’s Executive Director, 
and NEDA’s own Laura Bayley, Develop-
ment Associate, co-hosted a concluding 
celebratory teleconference with NEDA 
Celebrity Ambassador Emme. During 
the evening Emme shared her insights 
about why reaching out for support is so 
essential and answered questions from 
teleconference participants.

MentorCONNECT will use the funds 
raised to continue to expand efforts to 
reach out to recovering persons with a 
full range of no-fee mentoring-based 
membership services as well as free 
educational programs that are open to 
the general public.  
www.mentorconnect-ed.org

Recovered persons are invited to apply 
to become a caring volunteer Mentor-
CONNECT mentor. To learn more about 
this rewarding opportunity, visit www.
mentorconnect-ed.org/mcmembership

All male members of MentorCONNECT 
have access to M.O.R.E. (Males Owning 
Recovery from Eating Disorders), a special 
males-only group facilitated by NEDA 
Junior Board Member Troy Roness.

http://www.nationaleatingdisorders.org/programs-events/neda-navigators.php#Find_a_Navigator
http://www.mentorconnect-ed.org/mcmembership
http://www.mentorconnect-ed.org/mcmembership
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