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Our Journey with Jenny 

have relayed to the doctor. Each week there 
would be a written or verbal response from the 
doctor.   
 

Many people suggested that we should apply for 
Katie Beckett Medicaid. I went to the office with 
Jenny in her infant carrier. As I walked in I felt 
incredibly unwelcome and uncomfortable being 
there. I admit that I never went back. To this day 
I regret not following through with the process. 
In retrospect asking someone to go with me 
might have been helpful. 
 

With Early Supports and Services coming to our 
home, when it was convenient to our schedule, 
we learned so much. Exercises were shown to us 
so that we were comfortable doing them our-
selves. Also the encouragement and reassurance 
was invaluable!  As we celebrated developmental 
milestones, so did the ESS therapist.  Having the 
therapist at school, also kept us informed on the 
school environment, making sure that it was ac-
cessible and that accommodations were made 
when necessary.                                                                                                              
 

It was always difficult when one of the therapists 
left. After making an attachment with someone 
who has helped your family so much it is definite-
ly hard to see them move on. There becomes an 
interrupted rhythm. With each new person we 
tried to be open to suggestions, ask lots of ques-
tions and seek clarification when necessary. 

Time is so elusive. It seems like moments ago 
our daughter was born, and now she is almost 
twenty years old. It has been an incredible jour-
ney.   
  

Our daughter Jenny was born with arthrogrypo-
sis, affecting her lower extremities. Jenny was 
also born with two holes in her heart. She was in 
the neo natal intensive care unit for nine days. 
There was so much information swirling around 
us, along with constant uncertainty.  We are so 
grateful to our family and friends that supported 
us, and to the doctors and nurses who helped us 
discern our path. 
 

We chose to be connected with the Shriner Or-
thopedic Hospital for Children, 

and with Early Supports and 
Services. The work of seek-
ing information and build-
ing strong relationships 
began at this time. Initial-
ly there were weekly 

casting appointments at 
the hospital. My husband 

and I both worked full time 
and were unable to attend each 

week. Jenny's grandparents were 
able to take her, an incredible gift!  
Each week I would write a note with 
questions or have comments to 
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Notice anything different about Pass It On this quarter? 

Autumn is a time of transition. For some it is back to school time, for others it is a change in 

daily activities or interests. In the granite state, we are fortunate enough to observe and 

enjoy the transition with delights like fall foliage, shorter days and crisp cool evenings. 

Change can be good. It wakes us up a little, grabs our attention, and maybe even gives us 

new perspective. At New Hampshire Family Voices, we feel the season of change upon us 

and are embracing it with enthusiasm and inspiration to support our ever growing commu-

nity of families and professionals who care for children and young adults with special 

health care needs and disabilities! 

Did you know that New Hampshire Family Voices has been supporting, empowering and 

sharing what we know with families and professionals for over 20 years? One way we do 

this is through our “Pass It On” newsletter. You may have noticed “Pass It On” looks a bit 

different. We have given it a new look and feel, brought in some new writers and covered 

different topics this time around. We want to peak the curiosity of our readers and attract 

the attention of those who haven’t yet discovered this unique resource. We would love to 

know what you think of this format and invite any suggestions you may have. As always, 

we encourage readers to share what they learn here and “pass it on” to others! 

With love, 

Martha-Jean & Terry 

Letter from the Directors 

Martha-Jean Madison  
& Terry Ohlson-Martin 
Co-Directors,  
New Hampshire Family Voices 

NHFV is striving to deliver valuable 

information and resources to fami-

lies and the professionals that 

work with them through a variety 

of outreach tools.  The paper copy 

of Pass It On serves many purposes 

and is one of our most valued re-

sources. But reality is… many do 

their reading and sharing online. 

The electronic version of Pass It On 

contains live links so that readers 

may click and get to more in depth 

information in seconds. We would 

like to encourage those who are 

receiving a hard copy to think 

about this new feature and feel 

free to switch to the enewsletter 

version.  

 

To do this, visit our website 

www.nhfv.org and click on Mem-

bership. Make out the form as if 

you were a new member (please 

include address information). We 

will cross reference with the hard 

copy list and remove you while 

adding you to the e-mail list.  

Please continue to “Pass It On”! 

http://www.nhfv.org
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Pass It On is a free quarterly newsletter 

for parents of children with special health 

care needs and  the professionals that 

support them.   

This publication is made possible by 

funding from NH Department of Health 

and Human Services, Special Medical 

Services (Title V, Social Security Act). 

Opinions, activities, products and pub-

lications mentioned are for informational 

purposes only and do not imply en-

dorsement by NHDHHS or Special Medical 

Services. The NH Department of Health 

and Human Services does not discriminate 

in its activities on the basis of race, color, 

national origin, sex, religion, age or 

disability. 

This publication is not intended to provide 

medical advice on personal health matters. 

All health concerns should be discussed di-

rectly with  your physician.  

Permission is granted to quote from this 

publication, while giving credit to Pass It 

On, a publication of NH Family Voices (and 

original author, if appropriate). Some 

material may carry other copyrights as well 

(noted where appropriate) and cannot be 

reprinted. 

For correspondence: 

Robin deAlmeida 

New Hampshire Family Voices 

129 Pleasant St. Thayer Bldg. 

Concord, NH 03301 

 

 In state toll free: 1-800-852-3345  

Ext. 4525 or (603) 271-4653 

 nhfv@yahoo.com       

www.nhfv.org 

Fall is personally my favorite time of year to 

enjoy the outdoors with friends and family. 

This season provides excellent opportunities 

for outdoor play with your children in a varie-

ty of fun ways, many of which aid in the devel-

opment of your child’s vestibular system. Lo-

cated in the inner ear, the vestibular system 

coordinates body movements, maintains bal-

ance and equilibrium, and helps children de-

velop muscle tone. It also plays a significant 

role in the development of language. Children 

with vestibular dysfunction may experience 

auditory-language processing problems. Be-

cause it is closely intertwined with visual and 

auditory systems, vestibular dysfunction can 

also affect a child’s ability to read and write or 

engage in recreational activities.  

Across the state, apple picking season is in full swing. What better way to have a fun family 

outing and strengthen your child’s vestibular development at the same time? Bring a wag-

on and have your child pull the wagon himself, especially as it fills up with apples. When 

your child tires of pulling the wagon, put him in and take him for a ride over bumpy terrain. 

If you come upon a hill in the orchard, encourage your child to roll down it. On flatter sur-

faces you could have a somersault or cartwheel contest. Don’t forget to take advantage of 

the fall leaves!  Crawling under a pile or running through them, jumping and rolling around 

in them, or having your child tilt their head back and run as you throw leaves in the air are 

all great vestibular activities!  

If there’s an opportunity to have your child climb the trees and swing from a low branch, 

this would be another fabulous exercise. If not, visiting a playground on the way home or 

some other time provides another chance for vestibular development. Think outside the 

box when you use swings. You could do the typical front to back swinging or push your 

child side to side. You could also twist the ropes and unwind them fast for a good spin. 

Swing them on their stomach or encourage them to tilt their head back while swinging. 

Then hit the slide and have your child take turns sliding on their bottom, back, and belly. 

Finish up with a race through the playground as if it 

were an obstacle course so they get to climb on play 

structures too. 

Libby DeAmicis, M.S. OTR/L is a pediatric occupation-

al therapist currently working in Early Intervention 

(ages Birth to 3) in Brockton, MA.  
 

A recent graduate of UNH, Libby is passionate about 

adapting everyday activities children do so they are 

more meaningful.  She wants every child to be suc-

cessful in their daily occupations. 

 OT Corner 
Autumn is the season for improving 
vestibular health 

mailto:nhfv@yahoo.com
http://www.nhfv.org
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Signs and Symptoms of  
Vision Problems in Children  

 
Squinting or closing of one eye or excessive blinking 
or squinting: This could indicate several different  
diagnoses and should be checked out by a physician 
and closely monitored. 
 

Head tilted: This may be an indication that the child is 
avoiding double vision. 
 

Pupil defect: If part of the iris is missing, it may be an 
outward sign of a defect of the inside of the eye. 
 

Unequal pupils: This could be a sign of nerve damage 
or a tumor which is visible in one eye. 
 

Tearing, discharge or redness: This is often an  
indication of infection or tear duct blockage. 
 

Eye turning inward or outward: Can potentially lead 
to vision loss. 
 

Dancing eyes: Indicates disease of the nervous  
system anywhere between the eyes and brain. 
 

White pupil: Possible cataract, tumor inflammation, 
or detached retina. 
 

Lump, swelling, or drooping of lid: Indicates   
inflammation. Could also be muscle weakness or  
tumor. If lid is red and hot see a physician immediately.  
 

Large cornea in one or both eyes: Sign of glaucoma in 
both the newborn and infant, especially when the 
child's eye waters and avoids light. 
 

One eye drifts or aims in a different direction than the 
other: This can often be very subtle, so look  
carefully. This is significant even if it only occurs when 
the child is tired or stressed. 
 

Poor visual/motor coordination skills: This is often 
called, "hand-eye coordination". 
 

Problems judging distances while moving: Child  
frequently bumps into things or drops things.  
Becomes easily confused when in motion. Often loses 
things. 

More than 12.1 million school-age  children, or 

one in four, have a vision impairment. Among 

preschool-age children, more than one in 20 

has a vision problem that can cause  

permanent sight loss if left untreated. 

Vision and Children with 
Special Health Care 
Needs 
Children with special needs, particularly those with Cerebral 
Palsy and Down Syndrome, have a greater risk of visual and 
eye health problems than their peers.  In many cases, these 
children may not be able to respond to traditional measure-
ments of visual acuity. Additionally, children within the Au-
tism Spectrum may manifest sensory integration issues such 
as sensitivity to light, or aversion to new surroundings, and 
therefore can be considered difficult to examine and treat.  
 

Children with special needs typically receive various inter-
ventions through their Individualized Education Plan (IEP) 
such as occupational, physical and/or speech therapy. How-
ever, in most cases, they do not receive a comprehensive 
eye and vision examination.   
 

Frequently, those with special needs who have vision or eye 
health problems may not show obvious symptoms or may be 
unable to describe their symptoms. It is important for fami-
lies to be aware of potential vision issues and have their 
child receive annual eye exams.  Often, those involved with a 
child’s care may be the first to suspect a problem. 
 

If your child with special needs has a vision problem, a pedi-
atric eye care provider (pediatric ophthalmologist or pediat-
ric optometrist) may provide the best help.  Pediatric eye 
care providers are doctors who specialize in the eye care of 
children. All ophthalmologists and optometrists have train-
ing in children’s eye problems, but the pediatric providers 
have additional experience and expertise in examining chil-
dren and the greatest knowledge of possible conditions that 
affect children. 
 

A teacher of students with visual impairments may also be 
helpful. This is a professional who has expertise in how visual 
impairment affects your child's development and learning, as 
well as the strategies and tools that can help your child learn 
about the world, perform everyday activities, and participate 
in the general curriculum and other activities in school. 

http://www.familyconnect.org/info/education/your-childs-educational-team/central-role-of-the-tvi/235
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Find a pediatric provider on the Ameri-
can Association for Pediatric Ophthal-
mology and Strabismus website or the 
American Optometric Association web-
site. 

Eye and Vision Assessment of Children 
with Special Needs Marie I. Bodack, OD, 
FAAO, FCOVD, Cincinnati Children’s Hos-
pital Medical Center.  http://
c.ymcdn.com/sites/www.covd.org/
resource/resmgr/ovd42-4/ovd_42-
4_article_bodack.pdf  

Children’s Eye Foundation 
www.childrenseyefoundation.org 

Optometrists Network  www.children-
special-needs.org/parenting/preschool/
children_eye_exams.html 

Any child who demonstrates or  
reports symptoms such as frequent 

headaches, eyestrain, nausea,  
dizziness, motion sickness, car  

sickness, or double vision should 
have a comprehensive eye exam to 

rule out vision issues. 

I knew something was wrong with my daughter’s eyes when I first met her during her adoption process when 

she was an infant.  Anna did not seem to be able to track her eyes to locate a sound or pick up a movement.  

Little did I know that the eyes are a window to the brain and that we would come to find out that Anna’s 

problems would be much more global.  Unfortunately after many years of medical, neuro-psych, and educa-

tional testing and more doctors than I ever want to see again, we never did arrive at a diagnosis. 
 

Anna presented with several vision issues – nystagmus, strabismus, pale optic nerve – and exhibited no 

depth perception, confusing foreground/background, restricted peripheral vision, and poor tracking.  I re-

member the day we were in the car and I excitedly pointed out the Easter Bunny waving from the sidewalk.  

She couldn’t locate him . . . couldn’t find the moon in the sky . . . couldn’t walk down a trail without tripping . . .couldn’t cross a street safely. 
 

But Anna adapted. She learned to reach for someone’s hand when walking on unfamiliar terrain.  She learned to tap forward with her foot 

to feel the ground.  She learned that swimming was much more enjoyable than hiking.   
 

Along the way we found doctors who were very helpful and some not so much.  One doctor, after reviewing my daughter’s records and ex-

amining her eyes, told me her acuity was great – good enough to drive a car.  Wow - I would have loved to see him in the passenger seat on 

that trip!  We quickly learned that a pediatric ophthalmologist was more knowledgeable and understanding than an adult doctor.  Perhaps 

the best help we received was from a Vision Teacher, whose services were provided through an IEP.  She taught Anna strategies for reading, 

demonstrated how working on a computer was easier for her than using a paper and pencil, showed us that cluttered backgrounds con-

fused her, explained why it was easier for Anna to walk uphill than downhill, and so much more.  
 

Today, in my daughter’s eyes, I no longer see those problems that once loomed so large but see a happy, eager-to-please young woman 

who finds a hero in everyone she meets. 

Family Story: In My Daughter’s Eyes  

http://www.aapos.org/
http://www.aapos.org/
http://www.aapos.org/
http://www.aoa.org
http://www.aoa.org
http://www.aoa.org
http://c.ymcdn.com/sites/www.covd.org/resource/resmgr/ovd42-4/ovd_42-4_article_bodack.pdf
http://c.ymcdn.com/sites/www.covd.org/resource/resmgr/ovd42-4/ovd_42-4_article_bodack.pdf
http://c.ymcdn.com/sites/www.covd.org/resource/resmgr/ovd42-4/ovd_42-4_article_bodack.pdf
http://c.ymcdn.com/sites/www.covd.org/resource/resmgr/ovd42-4/ovd_42-4_article_bodack.pdf
http://www.childrenseyefoundation.org
http://www.children-special-needs.org/parenting/preschool/children_eye_exams.html
http://www.children-special-needs.org/parenting/preschool/children_eye_exams.html
http://www.children-special-needs.org/parenting/preschool/children_eye_exams.html
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This summer I decided it had 

been too long since I had read 

any of the new books in the 

NHFV Library. As our new 

books came, in I started going 

through them and picked out a 

few for my summer reading.  

As usual I was quite pleased 

with what we have added to 

the shelves.  The favorite for 

me was “Uncommon Beauty: 

Crisis Parenting from Day One”.  

Where was this book the day 

my son was diagnosed?  It 

would have saved me a lot of 

frustration and effort!  The 

author, Margaret Meder, does 

a great job of putting to paper 

many of the things NH Family 

Voices Staff does every day in 

our work with families, giving 

perspective and guidance.  The 

chapters are arranged around 

the things that are often both 

important and difficult in our 

lives after a diagnosis; surviving 

the first few days, caring for 

siblings, insurance, family and 

friends, in home strategies, 

etc .  I found that most of the 

tips and advice was relevant to 

a family living with any child 

with a diagnosis – there are 

just certain things that we are 

all dealing with as we raise our 

children.  It was a great read –  

While the above books were both 

great reads I have to say I always 

gravitate towards the children’s 

books so it is no surprise that I 

also picked up two new books by 

Jewel Kats.  Snow White’s Seven 

Patches and Cinderella’s Magical 

Wheelchair are just two of our 

new kids’ books.  My favorite was 

Cinderella and I must say that in 

the more universally known ver-

sions of these stories it is the oth-

er way around.  But who can re-

sist a magical wheelchair and an 

ending that depicts the strength 

of a young lady?  

Give us a call and borrow any of 

these books, you won’t be disap-

pointed.  Or read something else 

and do a review for our readers – 

after all my time for summer 

reading is over…..but with the 

kids back at school, yours could 

be just beginning... 

Lending Library 

Summer Reading Review  
by Terry Ohlson-Martin, Co-Director at New Hampshire Family Voices 

Check out our  

Lending Library’s  

Bibliography list  

on our website 

www.nhfv.org 

 

Books are sent  

confidentially and 

free of charge 

through the mail 

with a postage paid  

return envelope. 

 

 To borrow a book 

call 1-800-852-3345  

Ext 4525 

or visit 

www.nhfv.org 

 
We would like to 
thank our patrons 
for quick returns.  

Books highlighted in 
the newsletter are 

frequently requested 
by many others who 

wait patiently.  
 

If you are looking for  
something in a  

specific topic, please 
feel free to call us…  
we may be able to 
suggest a book we 

have available. 

and not at all difficult to get 

through.  I highly recommend 

it.The next book I picked out 

was one that caught my eye 

because it was written by a 

journalist from a parent’s per-

spective and to be honest I was 

curious to see if he could leave 

his political beliefs out of the 

writing.  He did and he did a 

very nice job.  “Special Heart” 

by Bret Baier with Jim Mills 

speaks to the experience of a 

Dad who, like many of us, had 

never expected to become the 

parent of a child with special 

needs.  He writes honestly and 

factually about their family 

experience and it was very en-

lightening to a parent who 

does not have a child with a 

complicated heart condition.   

http://www.nhfv.org
http://www.nhfv.org
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We would like to thank the following patrons for their recent dona-

tions to the NHFV Lending Library. 

Joyce Addison, Carrie Cariello, Lynn Murray, 

and Beth Theisen. 

Do you have books gathering dust on your bookshelf? Are any of 

them on a specific diagnosis, educational issue, or children’s book 

that address a life issue such as friendship, divorce, or illness? If 

you no longer have use for these books but are not sure what to do 

with them, NH Family Voices will take them and share them with 

other families, professionals, and children. Contact Erika Downie at  

1-800-852-3345 X 4525.  

The transition from ESS to our 
school system was an adjust-
ment. A new framework in 
which to build relationships. 
One of the very best ways of 
building strong relationships 
was following our daughters 
lead. Asking about her day. 
Reading her verbal and non-
verbal cues. If Jenny was very 
excited about something she 
did that day I might comment 
about  
it to her teacher.  We have 
always tried to recognize achievements. We have also tried to recti-
fy situations as they came up. One year Jenny called me after school 
crying. Her teacher had other children help put her snow pants on. 
The children were upset with her because they were late going out-
side. I called the 504 coordinator immediately. The next day there 
was an aide to help. 
 

The elementary school experience provided various opportunities 
for building relationships. There was Jenny’s bus driver, para profes-
sional, classroom teacher, nurse, gym, music and art teachers, physi-
cal therapist, assistant principal, and principal. Each person having 
an impact on our daughter. 
 

Having two people attend IEP meetings was helpful for us. I would 
have my list of questions and my husband would bring another per-
spective. After the meeting we would discuss and then follow up 
with things that were unclear. I often times, needed to process the 
meeting and respond with more questions. In second grade Jenny 
was placed on a 504 plan. She started attending these meetings fully 
in third grade. Some of the areas we would address at the meetings 
were fire drill procedures, seating accommodations and bus up-
dates. Conversations throughout the year would include making 
sure field trips were accessible, having staff aware of upcoming sur-
geries and post-surgical recommendations. 
 

Jenny has also been involved with Challenger Sports, Partners in 
Health, adaptive swim and gymnastics at the YMCA and ES Ryders. 
There is an incredible feeling when you find an extracurricular activi-
ty where your child can BE. She doesn’t need to catch up or struggle, 
or try to fit in. Networking with other families can provide valuable 
information whether acted on immediately or referenced for later. I 
vividly remember almost twenty years ago that my plate was so full, 
and just one more thing would not fit—it will happen in its time. 
There are organizations that can help, such as the Parent Infor-
mation Center, New Hampshire Family Voices, Early Supports and 
Services, resource and referral, your pediatrician’s office, and many 
more. 
  

As you advocate for your child, build relationships along the way. 
Ask the questions—re- frame them when needed. Keep in mind eve-
ryone has a different personality—and though it can be difficult to 
navigate, it is worth it.  If things cannot be worked out easily with a 
therapist or school system, document your efforts and seek infor-
mation from others to make sure you are headed in the right direc-
tion.  Organizations such as the Parent Information Center and New 
Hampshire Family Voices can help in the process. 
 

An incredible journey, absolutely. There have been high points and 
low points.  Through it all resolve to do the best we can. Ultimately, 
TRUST WHAT YOU KNOW ABOUT YOUR CHILD and journey on. 
 
Written by Beth Carrignan 

Our journey with Jenny, continued from page 1 

Book Donations 

Just Arrived…. 

Romeo was born 

with cerebral 

palsy. His CP 

affects his speech 

and mobility. It 

does not, howev-

er, affect his abil-

ity to solve mys-

teries! He stays 

on the go in his power wheel chair, and speaks with an electronic 

communication device. But there are no limits to the trouble he 

gets into. It's the insight he has into the goodness and depravity of 

the human heart that makes Romeo such a good detective. But, 

most of all, it's the joy he has in living, and the way he cares for 

others that makes Romeo Riley a friend whom readers will cherish 

for years to come!  
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Caroline’s Carts  
Hannaford of New Hampshire 
Provides Adaptive Shopping Carts 

Let’s face it, no one puts grocery shopping 

on their list of favorite activities, but for 

parents of children with disabilities, grocery 

shopping can be an especially stressful ex-

perience. Those who have children with 

limited mobility are faced with difficult deci-

sions when their child grows out of tradi-

tional shopping cart seats long before they 

are old enough to independently use a 

wheelchair, making a seemingly simple 

task like grocery shopping one that takes 

the planning of a trip to Disneyland.   

Drew Ann Long of Alabaster, AL. was one 

such mom. When Drew Ann and her hus-

band, David, brought their daughter, Caro-

line, to the grocery store, it was always a 

struggle. Caroline has Rett syndrome, a 

neurodevelopmental disorder, is nonam-

bulatory and was getting too big to fit in 

the traditional shopping cart child seat. 

Drew Ann saw the challenges ahead of not 

being able to take Caroline grocery shop-

ping and had the idea of developing a cart 

specially designed for children with special 

needs – Caroline's Cart.  

Caroline's Cart looks similar to a traditional 

shopping cart, it has an injection molded 

seat designed for older children and adults 

in place of the traditional child seat at the 

rear of the cart. With a maximum weight 

capacity of 250 pounds, the cart has special-

ly designed handles that swing away, allow-

ing easy access to the seat, and a platform 

below the seat to serve as a footrest.  

“I wanted to include adults as well as chil-

dren because special needs children do 

grow up. I wanted a cart that could be mar-

keted to a large group. I thought the more 

people that can use it, the better chance 

that retailers will provide it”, said Long in a 

write up published by Louisiana State Uni-

versity. The carts cost around $850, a regu-

lar cart costs around $100. 

The NH Hannaford grocery chain currently 

has Caroline’s Carts in 34 of their NH stores 

with plans to purchase more.  

We would like to thank Hannaford of NH for 

recognizing that being out in the community 

“I wanted to include adults as well as children because 

special needs children do grow up. I wanted a cart that 

could be marketed to a large group. I thought the more 

people that can use it, the better chance that retailers 

will provide it”, said Long 

participating in everyday experiences are 

social and educational experiences that all 

children should have and that these experi-

ences should not be eliminated because of 

lack of accessibility! 

For more information on Caroline’s Carts  or 

to learn how to request a cart at your favor-

ite retailer visit www.carolinescart.com 

http://www.carolinescart.com/
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There’s an App for That! 

Communication skills 
By Stacy Driscoll, M.Ed. 

that are supported this way 

tend to be quality apps. The 

ability to track progress makes 

it an excellent app for therapy 

sessions.  I like that each video 

and picture is of real people 

and not cartoons.  The brief, 

under ten second videos, are 

engaging and to the point so 

as to not confuse children who 

already experience difficulty 

with the pragmatics of lan-

guage.  The language used is 

genuine and appropriate for 

the ages each app in the series 

is geared toward.  The speech 

in each video is clear.    

 

I’m also impressed with the 

relevance of the video clips.  

Although short, the videos 

represent real and relevant 

situations that students would 

come across regularly in their 

daily life.  If you are unsure 

about the app, I recommend 

downloading the lite version to 

get a feel for whether or not it 

will meet your needs.  My 

guess is that it will exceed your 

expectations and become a 

favorite for sure. 

 

Stacy Driscoll, M.Ed. is an as-

sistive technology specialist 

with a background in special 

education.  She is the founder 

of LifeLong Assistive Technolo-

gy, www.lifelongat.com.  

Aside from learning all there is 

to know about assistive tech-

nology, she enjoys spending 

time with her husband and 

two teenage children.  In her 

free time she scrapbooks. 

Supporting Parents 

There are many different ways parent support and  

information opportunities are available to parents. 

Some are directed by professionals and others are  

directed by parents; sometimes the support is provided 

in a group setting and sometimes the support is  

provided individually.  
 

Sharing the family experience with others in similar  

circumstances is an  important source of social support.  
 

NH Family Voices is proud to offer 

parents an opportunity to support 

each other by writing articles for 

our quarterly newsletter.  
 

Through sharing  

experiences it is our 

hope that these personal 

stories will help, encour-

age, and support others. 

Share your  

story! 

Between the Lines  

(Level 1, Level 2, Advanced)

Developer: Hamaguchi 

I first came across the Between 

the Lines apps while research-

ing apps to assist students on 

the autism spectrum.  Instantly I 

knew this app could be used 

with a variety of students and 

for multiple concerns.  When I 

think “between the lines”, I 

usually think about reading and 

comprehending at an inferential 

level.  In the case of this app, 

it’s just that, except it’s inter-

preting spoken language at an 

inferential level versus just at 

the literal level.   

 

Per their website, this app 

offers three activities in one: 

Listening & Facial Expressions, 

Body Language & Perspective-

Taking and Idioms & Slang.  The 

app has many different settings 

so you can customize it for indi-

vidual needs.  It also includes 

directions about the app should 

you have questions while deter-

mining the best settings.   

 

On the home page, under the 

play button, there is a video 

explaining all the aspects of the 

app.  In my experience, apps 

30/30 

Developer: Binary Hammer 

This is a great app for kids and 

adults that struggle with stay-

ing focused and on task! It was 

recently featured in ADDitude 

Magazine's top homework and 

study apps. The app is very 

simple and straightforward. 

You set up a list of tasks and 

NHFV Staff favorite:  

Task Management  

the length of time you think you 

will need to complete each one. 

Start the timer and it will tell 

you when to move on to the 

next task. This is great for those 

who have trouble initiating big 

projects because it helps break 

the work into chunks so that it 

doesn’t seem so daunting. It’s 

also helpful in learning how to 

organize projects into different 

pieces. Breaks can be scheduled 

into the work so that your child 

can check in and see that they 

only have to work for 10 more 

minutes before having a break 

and the app will let them know 

when the break is over and it is 

time to get back to work! 

http://www.lifelongat.com
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Project Spotlight: Patient Family Advisory Councils 

One of the missions of NHFV is to improve 

the quality of healthcare families of children 

with special healthcare needs receive 

statewide. Part of this work is about open-

ing lines of communication and building 

relationships within healthcare organiza-

tions. Another part is making sure the voice 

of family members and patients are heard 

and responded to with dignity and respect, 

placing patients and family members as an 

equal partners at the medical team table.  

Patient and Family Advisory Councils 

(PFACs) provide a voice that represents all 

patients and families of patients who re-

ceive care at a specific healthcare organiza-

tion.  Advisors partner with doctors, nurses, 

and administrators to help improve the 

quality of care for all patients and family 

members.  PFACs are be-

coming standard pieces to 

the quality improvement 

puzzle when it comes to 

health care across the 

globe.  

What do patient 
and family  
advisors do? 

Share experiences. Advisors help by talk-

ing about their health care experiences 

with clinicians, staff, and other patients. 

Participate in discussion groups. Advisors 

share what it’s like to be a patient, and 

what healthcare facilities can do to im-

prove care. 

Review or help create educational or  

informational materials. Advisors help  

review or create materials like forms, 

handouts, and discharge instructions. They 

collaborate with health care professionals 

to make these materials easier for all pa-

tients and family members to understand 

and use. 

Work on short-term projects. Advisors are 

sometimes asked to partner with staff 

members in making improvements  —  for 

example, helping to plan a family resource 

room.  

Serve on a patient and family advisory 

council. An advisory council discusses and 

plans changes to improve the quality of 

care. Members include patients, family 

members and staff. Most councils meet 

regularly. Meetings generally  last  1 ½ -2 

hours. 

Who can be a patient and fami-
ly advisor? 

No special qualifications are needed to be 

an advisor. What’s most important is hav-

ing experience as a patient or family mem-

ber. Many advisory council members com-

plete volunteer training and an orientation 

prior to serving on an advisory council.  

Is being a patient and family 
advisor right for you? 

Being a patient and family advisor (PFA) 

may be a good match for those who are 

comfortable speaking up and sharing sug-

gestions and potential solutions to help 

improve care for others. PFAs will be en-

couraged to talk about their experiences 

both positive and negative and reflect on 

how outcomes could be different.  
 

While everyone brings their own experience 

to the table, it will also be necessary to look 

beyond personal experiences to be effective 

council members. Advisors will be working 

with people who may have different back-

grounds and opinions, making openness, 

effective listening skills and respect of oth-

ers important traits. Having a positive atti-

tude and the ability to keep council discus-

sions confidential are also key factors to the 

success of any council and its members.   

A Collaborative Approach to  
Improving the Quality of Health 
Care in New Hampshire 

You can help 

improve 

health care 
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In an effort to combat 

the incidents of pre-

scription medication 

abuse, Attorney Gen-

eral Eric Holder an-

nounced a new Drug 

Enforcement Admin-

istration (DEA) regula-

tion that would pro-

vide patients and 

their family members 

with more convenient 

and accessible oppor-

tunities to dispose of unused prescription drugs. Holder said, 

“Nearly four in 10 teens who have misused or abused a prescription 

drug have obtained it from their parents’ medicine cabinet”. He 

added, “More than half of unintentional drug overdose deaths in 

the United States involved prescription drugs”. 

The new regulation will allow pharmacies, hospitals, clinics, and 

other authorized collectors to serve as authorized drop-off sites for 

unused prescription drugs. Under the new policy, long-term care 

facilities will also be able to collect controlled substances turned in 

by current and former residents or by their families, and prescrip-

tion drug users everywhere will be able to directly mail in their un-

used medications to authorized collectors with a prepaid envelope 

available at pharmacies and other locations like libraries and com-

munity centers.  

Holder went on to say that past drug take-back programs have 

proven very effective. A recent take-back event coordinated by the 

DEA last April resulted in the safe return of 390 tons of prescription 

drugs at nearly 6,100 sites.  Over the last four years, the DEA and 

other partnering organizations have taken in over 4.1 million 

pounds—or more than 2,100 tons—of prescription pills. 

Holder closed by saying, “As a lifelong member of America’s law 

enforcement community—as a former judge and U.S. Attorney—I 

have seen the devastating consequences of prescription drug abuse 

firsthand.  And as Attorney General—and as a parent—I am com-

mitted to ending the national epidemic that has already stolen too 

many lives and torn apart too many families.  I thank you for your 

help and your partnership in ensuring that we can continue to save 

lives and protect the futures of our young people.” 

 For more information, please visit the DEA’s website 

at www.DEA.gov.    

New Drug Take-Back Plan  
Focuses on Accessibility and  
Convenience 

Where does NHFV play a role in all of this? 

NHFV has been supporting providers in their efforts to develop Pa-

tient Family Advisory Councils (PFACs) since 2008. We provide on-

site training to staff at healthcare facilities across the state, guide 

them through the development process and even provide custom 

marketing and outreach tools to launch PFAC programs. We recent-

ly worked with Dartmouth-Hitchcock Manchester on their launch of 

a PFAC by assisting them in identifying potential members for the 

committee and developing a strategic outreach campaign that was 

aligned with their corporate communications standards at no cost 

to them. However, our support does not end there. We are on 

board to continue working with them as their council evolves. It is 

an ongoing relationship to strengthen and improve the quality of 

health care in New Hampshire.  

We also help patients or family members who are interested in 

starting a PFAC where they receive care. We have the necessary 

resources and tools to assist families in beginning a dialogue with 

their providers and improving health care in their own backyards.  

For more information on how to start a new PFAC or get involved in 

an already existing one in New Hampshire please contact Sylvia 

Pelletier at 603.271.4525 or slp@nhfv.org.  

Fall 2014 Patient Family Advisory Council Campaign created by New Hampshire 

Family Voices for Dartmouth-Hitchcock Manchester. 

http://www.dea.gov/
mailto:slp@nhfv.org.
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Zach Hastings is an accomplished member 

of the YEAH (Youth for Education, Advocacy 

and Healthcare) Council here at NHFV and 

has recently published a blog called Wheel-

ing through life, the writings of a man and 

his wheelchair. I was lucky to have stum-

bled upon Zach’s writings on a morning 

when I was in desperate need of pick-me-up 

and the third cup of coffee just wasn’t doing 

it. I read one post and then every other en-

try he posted, it was THAT GOOD, better 

than the third coffee and in my book that’s 

a rare distinction! When I asked Zach what 

sparked his foray into the blogosphere, he 

said “I write to entertain readers and to get 

my thoughts out. I haven't really seen any 

people out there who blog about having 

special health needs so I figured I should be 

that person! I write the kind of blog that I'd 

want to read. One that is honest, entertain-

ing and no holds barred.”.  Zach’s writing is 

witty and candid far beyond his 24 years. He 

provides us with the perspective of some-

one experiencing special healthcare needs 

first hand rather than that of a family mem-

ber or care taker and keeps readers com-

ing back for more.  
 

The following is one of his posts entitled 

The New Guy, if you would like to read 

more, head on over to http://

wheeledjustice.wordpress.com/ and 

check it out! 

THE NEW GUY 
 

Ok, so you all know this 

guy right? 
 

This man… stick figure… 

wheelchair…hybrid … 

personthing has served 

as a symbol of “handicapped” parking for 

as long as I can remember and honestly, 

probably A LOT longer than that. He’s in-

stantly recognizable, sleekly designed and 

does his job well; more specifically, he 

exists to tell everyone of all ethnicities, 

reading levels, ages and mental states that 

this specific entrance or parking spot exists 

specifically for the use of those who have 

New Guy on the Blog  
Bringing a fresh perspective to  
Special Healthcare Needs 

physical impediments. This is where we 

help those who need the help, plain and 

simple.  
 

Enter the new guy. 

The Mayor of New 

York City is planning 

on replacing every 

instance of the clas-

sic symbol found on 

New York Parking 

Spots with this new one, which still shows a 

man who seems to have been painfully sur-

gically grafted to his chair but also shows a 

man who might soon be falling on his face 

based on the apparent weight shift.  

Kidding aside though, I’m actually pretty ok 

with this change. I like the new symbol of a 

man casually swimming on top of a Pokeball 

because it represents something that the 

other one didn’t: that those with physical 

impediments are active members of society. 

This guy is actively moving, on the go, may-

be even racing down the sidewalk. He’s not 

planning on letting anything slow him 

down.  

Compare that to the Classic. The original is 

just kinda…sitting there. In fact, based on 

the gap at the top of the wheel, I even ar-

gue that it looks like he’s just loafing around 

in a bean bag chair, not harming anyone but 

not affecting anyone either. He’s just there.  

That’s why I think this change is an im-

portant one. Yes, it will take time to get 

used to the new guy and yes, the change 

will be slow if it migrates outside of New 

York at all. But overall, it’s worth it because 

the new symbol represents something that 

the original one doesn’t: an active lifestyle. 

We’re here and we’re going to be part of 

your society whether you like it or not  

dammit!  

 

“I write to entertain 

readers and to get my 

thoughts out. I haven't 

really seen any people out 

there who blog about 

having special health 

needs so I figured I should 

be that person! I write the 

kind of blog that I'd want 

to read. One that is 

honest, entertaining and 

no holds barred.”.   

If you have a blog you think is 

worth sharing with NHFV Pass It On 

readers, please do Pass it On and 

tell us why you like it! Submissions 

can be sent to rda@nhfv.org 

http://wheeledjustice.wordpress.com/
http://wheeledjustice.wordpress.com/
https://wheeledjustice.files.wordpress.com/2014/08/download.jpeg
mailto:rda@nhfv.org


13 

 

FREE Workshops  
From ATECH  
Services 
 

How Much Is A Picture Worth! 

Increasing functionality and autonomy 

through visual supports. 

 

Where: ATECH Services Training Room 

57 Regional Drive, Ste. #7, Concord, NH 

 

When: November 11, 8:30am-10:30am 

Description: 
The term "visual support" refers to a wide 
array of visible objects, gestures, photo-
graphs, symbols or words used to increase 
an individual's ability to successfully engage 
in daily demands. Among other objectives, 
these supports can be utilized to expand 
expressive communication, facilitate task 
completion, help to manage difficult behav-
iors or aid in learning new information. Join 
us in exploring the many types of visual sup-
ports and their uses, as well as strategies for 
successful implementation.  
 

Topics of Transitions: What Are They 

Going To Need When They Leave? Be-

yond Schools to Medicaid Funding of  

Equipment.  

Where: ATECH Services Training Room 

57 Regional Drive, Ste. #7, Concord, NH 

 

When: December 9, 8:30am-10:30am 

Description: 

The New Hampshire way is to keep expecta-

tions high for individuals as they transition 

into the adult world! Individuals experienc-

ing disabilities will need to rely upon state 

and federal government programs and 

knowing how to navigate the process is vi-

tal. This workshop will provide an offering 

of resources on how to map out a transition 

into adult living.  

 
For questions about these workshops or 
how to register, please contact: ATECH at 
603-226-2900, ext. 10 or 

atech@crotchedmountain.org  

The YEAH Council is proud and pleased 

to announce a broadening of their hori-

zons!  
 

YEAH, formerly an acronym for Youth 

Educating Adults on Healthcare, has a 

long history of educating and empower-

ing youth with special healthcare needs 

and disabilities to manage their healthcare independently as they transition into adult-

hood. The council also consults with professionals and families on such transitions by shar-

ing best practices and personal experiences. They council healthcare professionals on 

better understanding their younger patients who have special healthcare needs and disabil-

ities by collaborating on a variety of written resources and speaking at conferences and 

workshops.  
 

While the council will continue to have a strong focus on their founding mission of 

healthcare independence, their success has propelled them into other areas over the past 

few years. YEAH has participated in national webinars, held conferences on anti-bullying, 

advocacy and health care transition, as well as given panel presentations at conferences 

around the state. They also participate in several advocacy and education related work-

shops in addition to their speaking engagements at events focused on health care. 

Throughout this successful evolution, the council has recognized the need for youth leader-

ship in the areas of advocacy and education for those with special healthcare needs and 

disabilities. 

Therefore, it is with pride and happiness that the YEAH Council would like to announce 

their new name as Youth for Education, Advocacy and Healthcare. With this new name, the 

Council hopes that they can better express their desires to work in these areas, mainly on a 

special grant provided through PIC that will allow youth to learn how to be included in their 

own education outside of the classroom. 
 

In addition to the name change, the Council has adopted a new logo which is brighter, nicer 

to look at and better encompasses the Council's intentions and personalities. As a group 

made for people with special healthcare needs by people with special healthcare needs, 

the council hopes to continue to make changes in the lives of those who need it, whether 

they are struggling with self-advocacy, healthcare issues or even with finding people to 

befriend that know what they are going through. The Council hopes that with a brighter 

and friendlier looking logo, they can better show their desires to work with others on a per-

sonal basis instead of solely on a professional basis. With the power of a new name, a new 

logo and a new focus, the YEAH Council will spend their future making the worlds of Educa-

tion, Healthcare and Advocacy easier to find and navigate for everyone that they meet!  

Check out all that YEAH Council has to offer at http://yeah-councilnh.com You can 

also find the YEAH Council on     

YEAH Council Plans to Expand 
New focus will include advocacy and 
Education 

mailto:atech@crotchedmountain.org
http://yeah-councilnh.com
https://www.facebook.com/pages/YEAH-Council/267404923281292
http://www.pinterest.com/yeahcouncil/
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The National Institutes of Health has an-

nounced funding awards of $35 million over 

the next five years to support the Centers 

for Collaborative Research in Fragile X pro-

gram. Investigators at these centers will 

seek to better understand Fragile X-

associated disorders and work toward de-

veloping effective treatments. 
 

Fragile X syndrome, Fragile X-associated 

tremor/ataxia syndrome (FXTAS), and Frag-

ile X-associated primary ovarian insufficien-

cy (FXPOI), along with other related condi-

tions, can cause major health problems of 

concern to individuals and families. 

Fragile X syndrome is the most common 

form of inherited intellectual and develop-

mental disabilities, affecting approximately 

1 in 4,000 males and 1 in 8,000 females. 

People with Fragile X syndrome may have 

disabilities ranging from mild to severe, as 

well as emotional and behavioral problems. 

As many as 30 to 50 percent of people with 

Fragile X syndrome also have features of 

autism spectrum disorders. 

FXTAS is a neurodegenerative disorder that 

causes gradual loss of muscle control and 

cognitive abilities. It primarily affects males, 

with symptoms appearing most often after 

age 50. FXPOI causes fertility problems in 

NIH awards $35 Million for  
Research in Fragile X 

women, plus increased risks of osteoporo-

sis and heart disease. 

The Centers for Collaborative Research in 

Fragile X, originally established in 2000, 

have produced many findings that have 

advanced the field of Fragile X research. 

Past research has revealed a better under-

standing of the basic functions of the 

FMR1 gene and about the risk of trans-

mitting FMR1 gene mutations across gen-

erations. 

“We’re hopeful that continued research 

into Fragile X and related conditions will 

spur tangible benefits for many that deal 

with these disorders,” said Tiina Urv, 

Ph.D., chair of the NIH Fragile X Syndrome 

Research Coordinating Group and a pro-

gram director at the Eunice Kennedy Shriv-

er National Institute of Child Health and 

Human Development (NICHD). “Each of 

these centers is focused on a specific re-

search challenge and has the promise to 

make a significant impact on the field in 

the next five years.” 

Additional information about Fragile X 

syndrome and related disorders is availa-

ble at www.nichd.nih.gov/health/

topics/fragilex. 

 “We’re hopeful that continued  
research into Fragile X and related  

conditions will spur tangible benefits for 
many that deal with these  

disorders.” 

Tiina Urv, Ph.D., chair of the NIH Fragile X Syndrome Research Coordinating Group and a 

program director at the Eunice Kennedy ShriverNational Institute of Child Health and Hu-

man Development (NICHD) 

Join our Facebook  

community! 

 

We post up to the minute 

events, opportunities and 

news. This online community 

is a great way to connect with 

other families like yours! 

 

We also host a private  

Facebook group so that our 

families can connect with one 

another in a more private 

setting. Our staff and group 

members exchange  

information, resources and 

support around the clock.  

http://www.facebook.com/

groups/nhfamilyvoices/ 

Join us on  

Facebook 

http://www.nichd.nih.gov/health/topics/fragilex
http://www.nichd.nih.gov/health/topics/fragilex
http://www.facebook.com/groups/nhfamilyvoices/
http://www.facebook.com/groups/nhfamilyvoices/
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The Autism Parent Support Group in Derry, NH and Surrounding Areas: This parent led 

group meets on the first Wednesday of every month in the downstairs meeting room at the 

Derry Public Library from 9:30 AM to 11 AM. We encourage parents from Derry and all sur-

rounding towns to attend. Our group was formed in collaboration with Easter Seals after a 

great need was expressed by families to find support and locate resources in their local 

areas. We now have a group that meeting in the evening as well. The evening group meets 

the third Thursday of every month from 6:30-8 PM in meeting room A at the Derry Public 

Library. We will be adding a new meeting location in Londonderry in the coming months. 

For more information about this group or to be added to our Facebook group page, please 

contact Marla at: Marla.Soucy@gmail.com or at 603-724-0790. We look forward to 

meeting you! 

 

Single Parents of Children with Special Needs Support Group: This group is new, and is 

currently seeking interested parents to join our online Facebook community. We will be 

expanding to include group meetings and outings in the next few months. Our goal is to 

provide the much needed support and social needs of single parents who have children 

that experience any disability. For more information or to be added to our Facebook group, 

please contact Marla at: Marla.Soucy@gmail.com or at 603-724-0790. We look for-

ward to hearing from you! 

Support Groups for Parents in Derry & Surrounding Communities 

The Parent Information Center and NH Family Voices invite families, youth and professionals interested in learning 

more about working collaboratively to support children with disabilities and/or special health care needs to our 

annual conference. Attendees will hear amazing keynote speakers and attend a variety of workshops.  

There will also be a youth focused track for those ages 15-21. Continue to check our website  

and Facebook page for updated information and registration details. 

March 27-28 Grappone Center Concord, NH 

Save the Date! 

mailto:Marla.Soucy@gmail.com
tel:603-724-0790
mailto:Marla.Soucy@gmail.com
tel:603-724-0790
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