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Inside this issue: 

Looking back to my now teenage children’s ear-

ly childhood, my first thought was my “white 

limo” fantasy. When my son was hospitalized as 

an infant, and the complexity of his condition 

was not yet clear, my husband and I saw anoth-

er family leave the children’s hospital in a limou-

sine. That family was celebrating a successful 

surgery, resolution of the child’s issues and a 

return to life as normal. This would be their last 

hospitalization, and they were going home for 

good in style. We turned to each other and 

pledged to do the same when our turn came, 

which would surely be soon. We would get 

through this current crisis, and we would 

move on with the normal life we had planned 

for our son. But that limo ride never came for 

our family, and it never will. In fact, in many 

ways we have instead been on a very differ-

ent and unexpected road, with wide vari-

ance in vehicles and driving conditions. 

What I have learned from 

this journey is immense. 

First, while raising chil-

dren who have special 

health care needs is the road less traveled, we 

were not alone. The families before us forged a 

path. The families currently on the road with us 

are the most wonderful traveling compan-

ions: giving, resourceful and resilient. And after a 

while I started to notice the families who fol-

lowed, and hoped we were smoothing some of 

the bumps on the road for them. And while some 

sections of our road are built by families 

alone, most of our journey has been supported 

by professional builders. 

The providers who partner with individual fami-

lies and those who are working on system-level 

road design both have a tremendous impact. 

Home visiting systems give families access to 

tricycles and training wheels with the support 

they need to travel their own paths. Primary care 

medical homes are more than a roadside tune-

up shop. They provide whole child medical care 

and the partnership each family needs to navi-

gate its course. Subspecialty providers give the 

critical care for very complex needs when sudden 

breakdowns occur. Financing the raising of my 

children has been a part of the journey in a con-

mailto:nhfamilyvoices@nhfv.org
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Letter from the Directors 

Martha-Jean Madison, Terry Ohlson-Martin  
Co-Directors, New Hampshire Family Voices & 
Michelle Lewis, Executive Director,  
Parent Information Center of NH. 

NHFV is striving to deliver valuable infor-

mation and resources to families and the 

professionals that work with them 

through a variety of outreach tools.  The 

paper copy of Pass It On serves many pur-

poses 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 fea-

ture and feel free to switch to the elec-

tronic newsletter version.  

 

This is easy to do, just follow these steps! 

1. go to  www.nhfv.org and click on 

Membership.  

2. Fill out the form as if you were a new 

member (please include address in-

formation).  

3. Add nhfamilyvoices@nhfv.org to 

your email safe senders list, address 

book or contact list so that email 

newsletters are not blocked or fil-

tered into your spam folder. 

 

This free resource is intended for sharing 

so please continue to “Pass It On” to 

friends, family and professional you think 

might find it useful.  

It’s that time of year again! NH Family Voices and the Parent Information Center are spon-

soring the annual Partnering for Strength Conference.  On March 27th and 28th families, 

youth and professionals will arrive at the Grappone Center in Concord to learn together, 

spend time with old friends and make new ones.  If you’ve never attended this conference, 

we encourage you to make this the year as it’s likely to be the best one yet! 

Olivia Smith-Hammond, a young adult from Vermont will share her experiences as a youth 

who has successfully transitioned through college and onto employment, Dr. Robert 

Naseef, author of “Special Children, Challenged Parents” will present on strengthening the 

parent professional relationship by teaching us all strategies to embrace opportunities and 

overcoming the challenges in fostering working relationships for children with special 

needs. Dr. Naseef will also facilitate a panel of dads who will talk about what they are think-

ing and feeling when it comes to being the father of a child with special needs.  We’ll have 

sessions on how to get the resources you need with pinterest and podcasts, the medical 

home, assistive technology, accessing health insurance, African drumming, managing diffi-

cult conversations, executive functioning skills, and lots of other great topics.  Just like eve-

ry year, having fun is a big priority for us and the fun never ends with our no cost raffle, 

networking time and a youth conference running simultaneously with the parent/

professional conference.  

The youth conference is sponsored by our YEAH Council (Youth for Education, Advocacy 

and Health) and is an opportunity for young people with special health care needs and disa-

bilities to hear about ways to become empowered, independent and take personal respon-

sibility.  Their sessions include topics such as their roles at home, school and the doctor’s 

office, humor, yoga and how they manage on a day to day basis.    

We hope to see you there and if you mention this article to the “right person” it just might 

get you an extra raffle ticket! To find more info on the conference see page 9. 

http://www.nhfv.org
mailto:nhfamilyvoices@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 

rda@nhfv.org 

New Hampshire Family Voices 

129 Pleasant St. Thayer Bldg. 

Concord, NH 03301 

 

 (603) 271-4653 

nhfamilyvoices@nhfv.org   

 www.nhfv.org 

 OT Corner 
Winter is a great time for tactile  
experiences! 

The tactile system is our ability to interpret what we feel on 

our skin.  Knowing if something is hot or cold, course or fine, 

dry or wet, slimy or smooth, is all thanks to our tactile sys-

tem.  This sense of touch provides feedback to our central 

nervous system and helps us understand and know the 

differences in sensations like temperatures and pressure. 

This kind of sensory feedback is what enables a child to hold 

a pencil, zip a jacket, and attend to daily activities without 

being distracted by say, the tag in their shirt or their dirty 

hands after recess.  

When a child experiences challenges processing tactile infor-

mation they may be tactile defensive. This means they are 

very sensitive to textures, temperature or even the wind 

blowing on their face and can become easily overwhelmed 

by such sensations. Alternatively, a child could be tactile 

seeking, which may mean they like to engage in rough house 

play but don’t notice when they are hurt or injured, they 

may also be indifferent to temperature changes. If a child is this under sensitive to tactile 

input, she may require intense stimulation to process what she is feeling on her skin. 

Sometimes, it could be a mix of both tactile defensiveness and seeking behaviors. Either 

way, difficulties with processing tactile stimulation can make it difficult for children in 

learning and social environments. If you suspect a child you know may have a sensory pro-

cessing disorder you can start by contacting your school district’s occupational therapist, or 

your local early supports and services program if the child is under the age of 3.  

There are many winter activities you and your child can do to strengthen their tactile sys-

tem like playing outside in the snow! When getting ready to play in the snow, experiment 

with different textures in gloves, hats, sweaters, and socks to see what your child can toler-

ate.  If your child needs a little more tactile input, try wool socks, knitted mittens, or a 

heavy sweatshirt.  If your child is more tactile defensive, use soft fabrics like fleece for 

mittens and socks and down coats and vests. Try making snow angels outside and then 

indoors on the carpet. 

For indoor activities, you can play dress up with clothing that has a variety of textures.  This 

is also a great opportunity to work on dressing skills in a fun, low pressure way. Arts and 

crafts like finger paint, play dough, and putty are another option. Sensory bins of rice, 

beans, or noodles, or a mix of all of these is always fun. How about baking cookies and 

letting your child mix the batter with their hands? Of course, you can have them help you 

clean up afterwards in hot, soapy water. At bathtime, add different 

textures like shaving cream, bubble bath, or bath salts for an added 

tactile experience.  

Libby Sullivan, M.S. OTR/L is a pediatric occupational therapist currently 

working in Early Intervention (ages Birth to 3) in Brockton, MA.  A graduate 

of UNH, Libby is passionate about adapting everyday activities children do 

so they are more meaningful.   

mailto:rda@nhfv.org
mailto:nhfamilyvoices@nhfv.org
http://www.nhfv.org
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At New Hampshire Family Voices, one of our favorite things to do 

is uncover resources that our families and the professionals that 

support them may not know about to make life a little bit easier. 

Finances are often a big concern for families who have children 

with special healthcare needs and/or disabilities and with tax time 

right around the corner, who couldn't use a few tips on how to 

save? We recently met up with Cary Gladstone, Director of Asset 

Building at Granite United Way about how families could save a 

little this time of year.  
 

Granite United Way’s asset building initiative focuses on helping 

struggling families become more financially stable through its Vol-

unteer Income Tax Assistance (VITA) and financial capability devel-

opment programs.  Here’s some of the great tips and resources 

Mr. Gladstone had to share with us.  
 

Put $200 back in your pocket with free income tax preparation—

That’s the average amount that the IRS says that people pay 

when they have their tax return prepared by a commercial 

tax preparer.  Did you know that if your household income is less 

than $53,000 you can have your federal income tax return pre-

pared for free? VITA, Volunteer Income Tax Assistance, provides 

IRS-certified volunteers who can prepare most individual returns. 

You can also learn about resources for financial education and how 

to increase your personal assets, from emergency savings to fund-

ing for college or other dreams.   
 

If you want to do your own tax return, with some guid-

ance, people with a household income of up to 

$60,000 can find free tax software at 

MyFreeTaxes.com. 
 

Give yourself credits—Tax 

credits pay some or 

all of your tax 

directly, putting 

more money in 

your pocket. 

Some are 

“refundable”, meaning that if the credit is more than your tax bill, 

you get the rest back as a refund. 
 

The Earned Income Tax Credit (EITC) is a refundable credit for 

working individuals and families.  It can give a family with 3 or 

more qualifying children as much as $6,143 this year. Amounts 

vary based on household size and income.  
 

The Child Tax Credit (CTC) helps families with children under age 

17 with $1,000 for each child.  A portion of this may be refundable. 
 

The Retirement Savers Credit gives a double-break to qualifying 

people who contribute to a retirement plan.  The contributions 

can reduce your taxable income and, for people whose income is 

below a certain level, also pay a portion of the tax bill, up to 

$1,000 ($2,000 for a married couple filing jointly). 
 

Are you withholding too 

much or too little? 

Withholding too much 

money throughout the 

year may result in an 

overpayment of your 

taxes.  If you are getting 

a very large tax refund, 

you may be tying up 

your money. If you had 

to pay in last year, you 

may not be having 

enough withheld. You 

can figure out online 

how much is an appro-

priate amount at 

http://www.irs.gov/

Individuals/IRS-Withholding-Calculator 
 

Your dreams and goals could be in reach! Did you know that you 

can split your tax refund into as many as three different accounts? 

This is helpful in planning for the future of your family’s needs and 

maybe even a long term goal. If you have both checking and sav-

ings accounts, you can put a portion of your refund into each. You 

can also buy a US Savings Bond for as little as $50 of your refund.  

If you don’t have a savings account, contact a bank or credit union.  

Shop Around to find out what fees they may charge or if a mini-

mum balance is required. 
 

The Granite United Way’s asset building initiative also offers finan-

cial capability development programs. These are educational pro-

grams to help people better manage their money, build credit, get 

Cary Gladstone will be  
presenting at this year’s 
Partnering for Strength  
conference hosted by  

NHFV and PIC where he  
will share even more great 
tips on financial health for 
New Hampshire Families. 

For more information  
on this conference see  

page 10. 

Your Family’s Financial Healthcare 
Granite State United Way helps New Hampshire  
families improve their financial health 

Your financial health is 

part of your overall  

wellbeing 

http://www.irs.gov/Individuals/IRS-Withholding-Calculator
http://www.irs.gov/Individuals/IRS-Withholding-Calculator
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a better job and save for emergencies and long-term goals such as 

college or first time home ownership. Cary shared with us some 

great information about how NHFV families could really benefit for 

example, did you know about individual development accounts 

(IDAs)? IDAs are a matched savings account to help save up for 

your first home with an 8 to 1 savings match. You can have up to 2 

accts per household. An 8 to 1 match means if you put in 

$500 and they match it by putting in $4000!  More details 

on these and other tax-related topics can be found at the Internal 

Revenue Service web site www.IRS.gov.  To find the closest VITA 

TaxAide site, visit the state’s information and referral web site 

www.211NH.org or call  2-1-1.  

The ABLE Act 
Tax free savings that won’t 
effect disability benefits 
The Stephen Beck, Jr., Achieving 

a Better Life Experience Act 

(ABLE) Act was signed into law 

on December 19, 2014. This 

new legislation will allow more 

individual choice and control 

over spending on qualified disa-

bility expenses while protecting 

eligibility for Medicaid, Supple-

mental Security Income, and 

other important federal benefits 

for families of children and 

youth with disabilities. Without 

these accounts, many people 

with disabilities have very lim-

ited avenues to save and allow 

for further independence. ABLE 

accounts are intended to be 

easy to open and available in 

any state. Modeled after 529 

college savings plans, a family 

can open up an account for 

their child and all interest 

earned will be tax free. After 

the Treasury Department es-

tablishes federal guidelines, 

states will be able to provide 

guidance for the banks/

financial services firms, most 

likely midyear, so keep an eye 

out for these announcements 

from your local financial insti-

tutions. We of course will be 

updating you as soon as we 

hear more. In the meantime, 

here’s what you should know 

(see column to the right). 

 

What is an ABLE account? ABLE Accounts are tax-free savings 

accounts that will help families of children with significant disabili-

ties save for their child’s future living expenses without having to 

give up their government benefits.  
 

Why might we need one?  The ABLE Act recognizes the extra and 

significant costs related to raising a child or a working age adult 

with disabilities. Until now, individuals could not have more than 

$2000 in cash savings, investments and other items of significant 

value and remain eligible for public benefits such as SSI, SNAP and 

Medicaid. ABLE allows eligible individuals and families to establish 

savings accounts that will not affect their eligibility for SSI, Medi-

caid and other public benefits.  
 

Am I eligible for an ABLE account?  Eligibility is limited to families 

of individuals with significant disabilities acquired before the age 

of 26.  If you meet this criteria and are also receiving benefits al-

ready under SSI and/or SSDI, you are automatically eligible. If you 

are not a recipient of SSI and/or SSDI, but were identified with a 

disability before the age of 26, you would still be eligible if you 

meet SSI criteria regarding significant functional limitations. The 

Treasury Department will issue regulations this year to further 

explain the standard of proof and required medical documenta-

tion. If you are over 26, you will need documentation stating the 

onset of the disability was before the age of 26. 
 

Are there limits to how much money can be put in an ABLE ac-

count? The annual contribution limit is $14,000. Social security 

income will be affected if the account total is more than $100,000 

but Medicaid will not. 
 

Which expenses are allowed by ABLE accounts? An ABLE account 

can be used to pay for any “qualified disability expense” including 

education, housing, transportation, employment training and sup-

port, assistive technology, personal support services, health care 

expenses and other expenses which will be further described in 

regulations to be developed this year by the Treasury Department. 
 

Where do I go to open an ABLE account? Each state will deter-

mine how ABLE accounts will be administered and managed. Fi-

nancial institutions will offer these accounts most likely by the end 

of 2015. 
 

How is an ABLE account different than a special needs or pooled 

trust? The cost of establishing an account will be far less than a 

special needs or pooled income trust. ABLE account owners will be 

able to control their funds and if circumstances change, still have 

other options available to them.  

What you should know 
about the ABLE Act 

Adapted from National Disability Institute’s ABLE Accounts: 10 things 

you must know. Learn more at  realeconomicimpact.org 

http://www.IRS.gov
http://www.211NH.org
http://www.realeconomicimpact.org/
http://www.realeconomicimpact.org
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Lending Library 

Attention guidance  

counselors,  educators, 

and school  nurses! Our 

lending library is not just 

for  families!   

 

We have books and  

videos for  

professionals and 

children that you can use 

in your daily work.  

Looking for a specific 

subject? Give us a call! 

 

Check out our  

lending library’s  

topics 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 

603-271-4525 or visit 

www.nhfv.org 

The teenage years are a time 

when being social is the #1 pri-

ority for kids. But for kids with 

Asperger's, who have social 

challenges, these years can be 

the most difficult, confusing 

time in their lives. Enter J. D. 

Kraus, a young man who has 

been there, done that! He offers 

practical advice to his peers so 

they can get the most out of 

middle school and high school, 

both academically and socially. 

From sensory sensitivity to awk-

wardness, dating to driving, he 

tackles it all! Parents and teach-

ers will love seeing life through 

J. D.'s eyes, plus "Notes to Par-

ents" sections offer great advice 

for caregivers and educators 

alike. Inside you'll find chapters 

on Organization and School, 

Transitioning, Sensory Sensitivi-

ty, Motor Skills and Awkward-

The Aspie Teen’s Survival 

Guide by J.D. Kraus 

Nowhere to Hide by  Jerome 

J. Shultz, PhD 

A new approach to help kids 

with ADHD and LD succeed in 

and outside the classroom. 

This groundbreaking book 

addresses the consequences 

of the unabated stress associ-

ated with LD and ADHD and 

the toxic, deleterious impact 

of this stress on kids' academ-

ic learning, social skills, behav-

ior, and efficient brain func-

tioning. Schultz draws upon 

three decades of work as a 

neuropsychologist, teacher 

educator, and school consult-

ant to address this gap. This 

book can help change the way 

parents and teachers think 

about why kids with LD and 

ADHD find school and home-

work so toxic. It will also offer 

an abundant supply of practi-

cal, understandable strategies 

that have been shown to re-

duce stress at school and at 

home. This book offers a new 

way to look at why kids with 

ADHD/LD struggle at school 

and provides effective strate-

gies to reduce stress in kids 

with ADHD and LD. 

Cure for Cabin Fever: A great book!  

ness, Stress Management, 

Bullying, Socializing and 

Friendships, Dating and Rela-

tionships Obsessions and Crea-

tivity and more! 

This book presents a six-step 

mediation process adults can 

use to support young children. 

It includes more than 50 actual 

stories of conflict experiences 

from preschools, nursery 

schools, Head Start centers, 

elementary schools, and 

homes. Using this book as a 

guide, teachers and parents 

will have the strategies in hand 

to make the most of these 

valuable learning opportuni-

ties for toddlers through 

school-aged children. 

You Can’t Come to My Birthday 

Party! By Betsy Evans 

http://www.nhfv.org
http://www.nhfv.org
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Bumps in the road, continued from page 1 

Book Donations 

Just Arrived…. 
Winter is the perfect time to cuddle up 

and watch a great documentary! Our 

lending library recently purchased the 

documentaries Certain Proof: A Ques-

tion of Worth and We Thought You 

Would Never Ask: Voices of People with 

Autism . Certain Proof follows the lives of 

three children with cerebral palsy and 

their struggle with school in an emotion-

al battle to prove their worth. Despite 

significant disabilities, Josh, Colin and 

Kay fight to prove they are able to learn and deserve to be taught. 

Facing relentless barriers to a meaningful education, their mothers 

try to give them a voice. In We Thought You Would Never Ask, Re-

nowned Autism researcher and advocate Paula Kluth, the Hussman 

Foundation, and Landlocked Films co-produced this documentary 

that gives voice to a range of perspectives from people with au-

tism, many who are well known self-advocates .  

stant state of change. At the moment families have increased 

chances of being insured on the road, but too many still can’t meet 

minimum coverage standards. Care coordination pilots are building 

the network needed to turn on the GPS system for families. The pit 

crew that supports our journey is extensive and endlessly im-

portant: therapists, medical equipment suppliers, teach-

ers, community partners, even political leaders. It takes them all! 

In the beginning, I didn’t know what I would need to effectively 

parent Matthew and Laura. Frankly, I had little knowledge of the 

world of systems and supports that would be crucial to their suc-

cess in growing and learning. What I know now is that the road sys-

tem out there is not yet perfect – there are bumps, potholes, un-

paved stretches and detours – but it is there, and amazing folks are 

working every day to smooth the journey and to build new 

and better highways. Your individual connection to maternal and 

child health is part of where we are all going. I thank you for putting 

on the work vest, even in less than ideal conditions. I urge you to 

continue to be alert to the needs of the travelers, point out the 

shortcuts, move the barriers and cheer the journey. Sometimes, I 

still wish for the limo ride, more often I am aware of what I would 

have missed and that my family was meant to be on this road. 

 

Story written by Rylin RodgersTraining Director, Family Leadership 

Coordinator, Riley Child Development Center  

This article was originally published in AMCHP Pulse and was  

reprinted with permission from 

Family Voices Indianna.  

We would like to thank the following patrons for their recent  

donations to the NHFV Lending Library. 
 

Janet Clark from Child Health Services &  

Bonnie McCouch from SAU 62  
 

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.  

http://www.paulakluth.com/
http://www.hussmanfoundation.org/
http://www.hussmanfoundation.org/
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There’s an App for That! 

Handwriting 
By Stacy Driscoll, M.Ed. 

LetterSchool 

By Sanoma Media Netherlands 

B.V.  
 

Recently I worked as the special 

education teacher for two stu-

dents with Down Syn-

drome.  The impact that assis-

tive technology had on their 

personal and educational 

growth was astounding.  One 

example of the success we had 

was with the “Letter School” 

app.  I loved “Letter School” for 

this particular student because 

we were able to set the app to 

the handwriting program the 

district had adopted and we 

were able to scaffold within 

that.  We introduced the letters 

in the same progression 

of the program 

but on the 

 9-1-1 emergency services are 

now accessible via text in the 

state of New Hampshire. This 

service is only for a when a call 

may not be possible. For exam-

ple, if the caller is nonverbal, 

incapacitated in some way or a 

phone call would put the indi-

vidual in further danger.   

“Call if you can, text when you 

can’t,” explained Michael Todd, 

spokesman for the NH Depart-

ment of Safety in a prepared 

statement. Dispatchers can as-

sess the situation and communi-

cate information much faster 

with a phone call and that is still 

the preferred way of providing 

emergency assistance.  

iPad.  The student began by 

using her finger and over time 

moved to the use of a wide 

grip stylus.  Within a matter of 

months the student was able 

to write the letters with paper 

and pencil.  She enjoyed the 

learning process and felt so 

successful along the way.  How 

can one complain when a stu-

dent thinks of the learning 

process as a reward?  The oth-

er student I worked with also 

thought of iPad activities as 

rewards even though they 

were academic in nature.  This 

particular student had more 

difficulty accessing the iPad 

and would rest her palms on 

the screen.  By setting Guided 

Access (General –> Accessibil-

ity –> Guided Access –> On) I 

was able to block out the parts 

of the screen that would inter-

fere with the activity if 

touched.  I was also able to 

keep the student working on a 

designated activity until I de-

cided the activity was com-

plete.  This accessibility fea-

ture is top notch in my book. 

The service automatically detects 

the location of the cellphone be-

ing used within about 75 feet for 

most calls, but it is not always 

exact and dispatchers may re-

quire more specific location infor-

mation.  To text 9-1-1, enter the 

numbers ‘911’ in the ‘To’ field. In 

the message field, type your ex-

act location and a BRIEF descrip-

tion of the help you need – use 

simple words, do not use abbrevi-

ations or shorthand. Push the 

‘Send’ button, and be prepared to 

answer the 9-1-1 call taker’s 

questions. Text messages may 

not go through if a cell signal is 

not available. If a text message 

does not go through, the sender 

will receive the following mes-

sage: “there is no text service to 9

-1-1 available at this time.” 

Messages to Text-to-9-1-1 cannot 

be received if there are multiple 

message recipients, or if pictures, 

videos or emoticons are used. 

Text-to-9-1-1 is for emergencies 

only. 

Text 9-1-1:  
New emergency service now 
available in NH 

 We want to bring you news you can 

use! Please fill out our brief  

newsletter survey at https://

www.surveymonkey.com/r/

PassItOnsurvey  

In addition to using the iPad as 

an assistive device, I was able 

to use the iPad to record short 

videos as a way of collecting 

data.   Periodically I would 

record a student while she 

completed hands on activi-

ties.  This showed the progress 

she was making week to 

week.  An unintentional result 

of these recordings was that I 

was able to share them with 

the student’s parents during 

parent teacher confer-

ences.  The joy on their faces 

while watching their child’s 

progress was priceless to 

me.  I’m sure that moment will 

stay with me for many years. 

 

Stacy Driscoll, M.Ed. is an assis-

tive technology specialist with a 

background in special educa-

tion.  She is the founder of Life-

Long Assistive Technology, 

www.lifelongat.com.  Aside 

from learning all there is to 

know about assistive technolo-

gy, she enjoys spending time 

with her husband and two teen-

age children.  In her free time 

she scrapbooks.  

https://www.surveymonkey.com/r/PassItOnsurvey
https://www.surveymonkey.com/r/PassItOnsurvey
https://www.surveymonkey.com/r/PassItOnsurvey
http://www.lifelongat.com
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Guy Talk: Father's Speak 

About Raising Children 

with Special Needs 

 

Concurrent Youth  

Conference: Take 

Charge, It’s Your Life!  

Planned for youth by 

youth 

  

Special Education 

  

Friday Night Dinner with 

Special Guest Olivia 

Smith-Hammond 

 

A Full Day of Learning 

with over 15  

presentations! 

  

  

Register online 

www.picnh.org 

OR CALL 

603-224-7005 

  

MARCH 27-28 
COLLABORTATING WITH FAMILIES, SCHOOLS COMMUNITIES AND 
YOUTH TO SUPPORT CHILDREN WITH DISABILITIES AND SPECIAL 
HEALTHCARE NEEDS 
The Parent Information Center, NH Family Voices and YEAH Council 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 Partnering for Strength 2015 conference at the Grappone 
Center in Concord, NH.  Join us Friday night for dinner with guest Olivia 
Smith-Hammond. Hear her speak on her struggles and triumphs as she 
moved from living with her family, to attending college and living on her 
own.  Our Saturday keynote speaker, Dr. Robert Naseef, a parent of an adult 
with disability will guide parents and professionals in learning strategies to 
embrace opportunities and overcome challenges when partnering for chil-
dren with special needs. 

If you are between ages 14-26 please join us for Take Charge, it's Your Life! 
These sessions are planned for youth by youth! Friday night we meet for 
dinner, discussions and activities related to managing stress. Saturday work-
shops are focused on taking charge at home, school and in your doctor's 
office! Come meet other young adults, eat good food and have fun! 

http://www.picnh.org
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The staff at NHFV recently read a blog post 
on Wrapsodybaby.com about babywearing 
and Down Syndrome (DS). The post is phe-
nomenal, it is written by Kristi Hayes Devlin, 
Owner and CEM of Wrapsody. Kristi writes 
of Rachel and her son, Tesla who has Down 
Syndrome. Together they explore and dis-
cuss the benefits of babywearing for a child 
with DS and things to keep in mind while 
doing so.   

The benefits of babywearing are becoming 
more apparent as the importance of parent-
child bonding and the rewards of physical 
contact for both child and caregiver have 
made their way into the mainstream. Kristi 
points out that there are benefits to baby-
wearing for all families. Babywearing allows 
babies to better regulate their heart rate, 
temperature, and breathing (through acti-
vation of their vestibular system) and it is 
the equivalent to “tummy time,” helping 
children develop their core muscles. It has 
also been shown to reduce crying by about 
50%, allowing caregivers to feel less 
stressed. For families who have children 
with chronic health conditions and/or disa-
bilities babywearing allows children not 
independently mobile to be more actively 
involved in family life. Kristi says, “Parents 

of children with disabilities often have 
more demands placed on them than other 
families. Babywearing allows parents time 
for self-care, completing tasks around the 
home, caring for other children, and in 
general, to care for their baby’s emotional 
needs while also “living life.” In fact, this 
last bit is what has inspired their tagline, 
“Love in Motion.” 
 
As Kristi points out in her post, 
“Babywearing a child with Down Syn-
drome can often present challenges, as 
the additional chromosome can bring with 
it developmental issues such as low tone, 
joint laxity, and delayed motor skills. Back 
carrying can be especially challenging with 
babies who have low tone, or hypotonia. 
These children don’t hold themselves up-
right as well as other babies might, and 
they have a tendency to slump into their 
carriers. Any carrier must offer quality 
support not only for the baby’s upper back 
and shoulders, but for the hips, lumbar, 
midback, and neck as well. With older chil-
dren who like to have more access to their 
arms and hands, this can be increasingly 
challenging”. It can be done however, as 
mom Rachel (see gorgeous picture to the 

right) attests, “We babywear doing every-
thing other than driving vehicles! We gar-
den, hike, do chores, run errands, watch 
sporting events, socialize with friends and 
family and almost every other activity I can 
think of while babywearing.” 
 
Here are some tips Wrapsody recommends 
for wearing a baby with Down Syndrome; 

 Choose a carrier that will provide firm 
support across the child’s entire torso, 
from the lumbar to the base of the 
skull. 

 Many children with Down Syndrome 
have lax joints and need different hip 
positioning than is normally recom-
mended. Consult a professional.  

 Learn babywearing techniques for low 
tone or hypotonic babies such as the 
art of keeping one shoulder wrapped 
and the other arm free. 

 The carry/carrier that works the best 
will vary between children and be-
tween families. This is especially true of 
children with Down Syndrome who 
may have specific physical needs, 
strengths and weaknesses.   

 

Babywearing and Down Syndrome 
A passionate mother and entrepreneur  
supports families with children of all abilities 

Continued on Page 15 

Rachel & Telsa in the Wrapsody 

Stretch Hybrid Jandrea 

Rachel & Telsa in the Wrapsody 

Chronos Stretch Hybrid 

http://www.wrapsody.com/
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Equine Facilitated Mental Health  
A naturalistic approach to healing 
provides a wide variety of benefits 

Attention Social service providers!  

Did you know Granite United Way offers 

training to social service providers to help 

them assist their clients/families with  

money management!? Learn how to help 

your clients with what can be one of their 

biggest challenges. To learn more, visit  

www.graniteuw.org  

Ever thought of how therapeutic animals can be? UpReach Thera-

peutic Riding Center is excited to offer Equine Facilitated Mental 

Health (EFMH) in collaboration with Sarah Jane Chaplin, MS, LCMHC, 

LCC. As a licensed clinical mental health counselor, Sarah Jane has 

years of experience working with individuals, couples, and families. 

Sarah Jane attained her Master’s in counseling from Southern New 

Hampshire University in 2010 and has since been licensed in the 

state of New Hampshire. She practices psychotherapy in the office and in the barn utilizing 

many evidence based practices and strength based approaches. Sarah Jane strives to help 

each person feel hope and peace in their minds, body, and souls. 

Working with horses both big and small in a barn setting, one can expect a collaborative 

effort to learn about yourself and others. Equine Facilitat-

ed Psychotherapy can be beneficial for cognitive and be-

havioral approaches to achieve a naturalistic approach to 

healing. EFMH can help to maximize opportunities for 

you to understand and explore the way you interact with 

others, examine and improve your communication skills, 

strengthen your decision-making abilities, problem solv-

ing and interpersonal skills. Benefits may also include an 

increase in focus and attentiveness as well as improve-

ment in self-esteem and self-confidence.  

Want to learn more about Equine Facilitated Mental 

Health? Please visit: www.upreachtrc.org for more information or contact Sarah Jane 

Chaplin at (603) 203-8256 or schaplin203@gmail.com  

We recently stumbled upon the Special 

Needs Mom blog written by  Suzanne 

Perryman. Suzanne’s daughters Olivia and 

Zoe have mitochondrial disease and since 

diagnosis Suzanne has gotten to learn all 

about metabolic disorders, generalized 

epilepsy, acidosis, renal tubular acidosis, 

GI issues, feeding issues, retinopathy and 

vision loss, fatigue, hypoplasia of the cere-

bellum, muscular issues, ASL, asthma, an-

ticipatory anxiety disorder but most of all 

how to love the life she is living with her 

beautiful family! Check them out at 

www.specialneedsmom.com 

The Maze 2015 
A Comprehensive 
Resource Guide 

Our most recognized resource is hot off 

the presses!  This 154 page family re-

source guide for families who have chil-

dren with special healthcare needs and/

or disabilities takes the reader from 

birth through adulthood with listings of 

state health and human services agen-

cies, educational resources, private asso-

ciations and organizations that serve 

people with physical, developmental, 

mental health and chronic health condi-

tions and their families.  

 

This guide includes listings of organiza-

tions and services that can be accessed 

by all state residents, such as housing, 

childcare, etc. It also includes tips on 

“getting the answers to your questions” 

and “information you should always 

have at your fingertips” along this jour-

ney.   

 

Visit www.nhfv.org to order your hard 

copy of Manuvering Through the Maze 

2015 (a $15  donation to cover printing 

costs is recommended) or download the 

book for free!  

http://www.graniteuw.org
http://www.upreachtrc.org
mailto:schaplin203@gmail.com
http://www.specialneedsmom.com/
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Main Disability. Just because someone 

seems to struggle with walking doesn’t 

mean that there isn’t a bigger mental health 

issue at play. Just because someone doesn’t 

talk doesn’t mean they don’t have a back 

issue that’s a bigger issue to them. There is 

a drastic difference between the Most Obvi-

ous Disability and the Main Disability. Very 

rarely are they one and the same. Of 

course, some people are in a wheelchair 

and most affected by the fact that they are 

in a wheelchair, meaning that The Most 

Obvious Disability and the Main Disability 

are the same thing to them but it is never a 

wise idea to just assume that. 
 

When people do assume that, I have experi-

ences where I’m having a panic attack when 

I’m trying to walk up a few stairs and people 

are instead trying to treat my legs because 

they think that is the issue. Mental health 

problems are much more gripping than 

physical problems for me so if something’s 

wrong and I’m clearly worried, you should 

try to calm me down first because a clear 

mind might help my body work better. It’s 

all in my head and I’m not afraid to admit it. 
 

Get to know a person and the root of their 

needs before assuming that you have their 

disabilities or special health care problems 

all figured out. Do not assume that a person 

is struggling to get up a ramp because their 

arms are weak or that a person is crying 

because they are upset by something you 

said. Talk to them about what’s going on 

and maybe, someday, you’ll get to know 

them well enough where you can treat their 

Main Disability instead of their Most Obvi-

ous one. 
 

Zach Hastings is an accomplished member of the 

YEAH (Youth for Education, Advocacy and 

Healthcare) Council here at NHFV and hosts a 

blog called Wheeling through life, the writings of 

a man and his wheelchair, Check out more at 

http://wheeledjustice.wordpress.com/ 

The Main Disability 
The not-so-obvious challenges are 
often the hardest ones we face 

I have Spina 

Bifida. Be-

cause I have 

Spina Bifida, 

I have a 

wheelchair, 

crutches, 

AFOs or 

Ankle Brac-

es, I’m big-

ger than I’d like, I have incredibly swollen 

legs and feet and I don’t feel anything 

from the waist down. On the surface, Spi-

na Bifida would appear to be the biggest 

issue in my life. My Achilles heel, if you 

will. Most people who meet me would 

never even guess that I have problems in 

my life besides Spina Bifida because, well, 

why would they? Human Beings, as a rule, 

make snap judgments on a daily basis, 

even if they don’t realize it. 
 

However, Spina Bifida never has and never 

will slow me down. I’m just your everyday 

person who happens to have a banged up 

spine and a pair of shiny wheels. I’m not 

the type to sit at home and complain 

about how rough it is to take 2 minutes to 

climb a flight of stairs. It’s my most obvi-

ous disability but it’s not my Main  

Disability. 
 

My Main Disability is Anxiety. I had to file 

for disability a few years ago because my 

anxiety was preventing me from working. 

Even medicated, my anxiety still flares up 

at random and unexpected times, keeping 

me from fulfilling simple tasks in a timely 

fashion or even at all. I don’t quite know 

why I started getting these anxiety attacks 

but I do know that they started mid high 

school. I also don’t know what triggers 

them most of the time and it’s just as con-

fusing as to what causes them to end. 
 

The reason I bring all this up is because the 

Most Obvious Disability is not always the 

 

Last fall, the YEAH Council started a 

new project on their Facebook page 

called Ask a Youth. This project pro-

vides a forum for youth who experi-

ence chronic health conditions and/

or disabilities and those that care 

about them to exchange ideas, ad-

vice and gain perspective of what 

living with special healthcare needs 

and/or a disability as a young adult 

can be like. In the past few months, 

questions have been posted on the 

subjects of employment, relation-

ships, education, healthcare inde-

pendence and travel. The YEAH 

Council wants to hear any question 

you might have! Even if you don’t 

have a specific question in mind, 

check out the page and read what 

these amazing young adults have to 

say by logging on to Facebook and 

searching for YEAH Council NH or 

visiting their website at  

www.yeah-councilnh.com 

http://wheeledjustice.wordpress.com/
http://www.yeah-councilnh.com
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On your mark, get set, GO!   It’s time to 

take the first step and recruit your friends, 

coworkers, and neighbors to hit the trails at 

UpReach Therapeutic Riding Center and 

walk for the Autism Walk and All Abilities 

Festival on June 6, 1pm-5pm! To participate 

in the 1 mile walk through the woods on the 

UpReach property, participants are asked to 

raise a minimum of $100. Walk participants 

who raise a minimum of $100 will receive a 

free event T-Shirt. Put together a team and 

submit your rosters early so your team’s 

pendant will be posted at the trail head! 

The team and individual that raise the most 

money will receive a prize at the end of the 

walk. You won’t want to miss a day of fun-

filled activities 

rain or shine in 

an environment 

where everyone 

is welcome and 

differences are 

celebrated. Be-

sides the walk, 

festival events 

include a show-

case of artists and musicians of all abilities, 

scavenger hunt, kid crafts, silent auction, 

vendors, 50/50 raffle, pony rides, and food 

vendors. While there is no fee to attend the 

festival, some events will have a small fee to 

participate. This is a collaborative event 

between UpReach Therapeutic Riding Cen-

ter, The New Hampshire Council on Autism 

Spectrum Disorders, and Adam’s Camp with 

support from the New Hampshire Council 

on Developmental Disabilities.  All money 

raised will go directly to help the New 

Hampshire Council on Autism Spectrum 

Disorders, Adam’s Camp, and UpReach 

Therapeutic Riding Center to continue to 

provide essential services. For more infor-

mation please visit our website at 

www.nhabilityfestival.org, like our Face-

book event page, or contact Kristen at (603) 

497-2343 or Kristen@Upreachtrc.org.   

Know someone who could use 

this info? Well then, just 

Pass It On! This news-

letter is called Pass it 

On for a reason, we 

want you to share it 

with friends, families 

and co-workers! 

Think Spring!
Autism Walk & All 
Abilities Festival 

Summer learning opportunity  
for kids who struggle with math  
hosted by Professor Mahesh Sharma 
Language, Literacy & Learning has 

opportunities for a limited number of 

students 7-14 who struggle with 

mathematics to participate in a sum-

mer math program. This “Math 

Camp” is part of a summer graduate 

teacher-training course, “Diagnosis & 

Remediation of Learning Problems in 

Mathematics,” with Professor Ma-

hesh Sharma, July 6-10, 2015, in Bed-

ford, NH. Students are asked to 

attend Monday – Friday, 9:30 – 11:30 a.m. Teachers will gain hands-on experience working 

with students who need to secure their math skills.  
 

Students will work to develop fact fluency and pre-requisite skills through games and ac-

tivities. Parents will receive suggestions to help support their student at home and are 

invited to attend an informational session the first day.  

 

There is no final cost to participate in this unique program. A deposit of $50 is required to 

secure a spot. This fee will be refunded on the last day of Math Camp. Attendance is cru-

cial to the success of the program – for teachers and students. Participation is not guaran-

teed. A cross section of students from varying grades and abilities are selected to partici-

pate. For more information, please email:  

Trainings@LLLCenter.net. Parents are responsible for transportation to and from Math 

Camp. 

 

Professor Sharma works effectively with students and teachers to design strategies to im-

prove mathematics instruction for all students. Language, Literacy & Learning specializes 

in working with students who struggle in mathematics, reading and writing through direct 

instruction and teacher training.  

http://www.nhabilityfestival.org
mailto:Kristen@Upreachtrc.org
mailto:trainings@LLLCenter.net
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Extended School Year  (ESY) 
It’s not too early to start thinking 
about it! 

Join our community! 

 

We post the latest  events,  

opportunities and news. This online 

community is a great way to con-

nect with other families like yours!  

 

Be sure to click the  

“get notifications” option so that 

you receive all updated  

information.  

 

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/ 

What is Extended School Year (ESY)?  It is 

hard to give a specific definition because 

ESY isn’t actually a “thing”.  ESY are ser-

vices that are individualized to meet the 

needs of a child with a disability to provide 

a free, appropriate, public education 

(FAPE).   But what does that really mean?  

Who is Eligible?  Not all children who have 

disabilities and an Individualized Education 

Program (IEP) will be eligible for ESY. But 

some children require ongoing instruction, 

services and practice to receive a free and 

appropriate public education.  
 

Who decides if ESY services are required? The IEP Team, which includes you, makes the 

ESY decision and all other special education decisions together. 

What do IEP Teams consider when deciding on ESY eligibility? Regression or maintenance 

of skills are just two of the factors to consider when deciding on ESY. Other factors that the 

IEP Team must consider include: degree of progress made, emerging skills, break- through 

opportunities, interfering behaviors, the nature and severity of the disability and other 

factors related to providing a FAPE. 

When is ESY provided? ESY can be provided at any times of the year (in addition to the 

summer months) when school is not in session. Extended school day services may also be 

considered under ESY.  For some children this can mean that ESY services may be provided 

during school vacations. 

What can be provided as ESY? The IEP Team determines together which goals of the cur-

rent school year IEP will be extended into other times of the year and can include the pro-

vision of special education and/or related services.  ESY services are not limited to academ-

ics and could include social skills/behavior if they are the focus of your child’s IEP. The 

services provided will vary in type, intensity, location, and length of time-  

depending on the individual needs of the child.  

It’s important to know what ESY is NOT: ESY services may not be limited to a 

set number of days or hours or to only programs that are currently available 

within the school or district. The ESY decision must be based on individual 

needs identified in the IEP. ESY is not summer school/ or enrichment program-

ming or child care nor is it limited to specific categories of disabilities. Services 

are not required to be provided in traditional classroom settings. 

For more information on ESY and for support in understanding the special education  

process, please contact the Parent  Information Center on Special Education at  

603-224-7005 or www.nhspecialed.org. 

 

Join us on 

Facebook 

http://www.facebook.com/groups/nhfamilyvoices/
http://www.facebook.com/groups/nhfamilyvoices/
http://www.nhspecialed.org
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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,  

encourage, and support others. 

Share your  

story! 

Wrapsody is headquartered just over the border in Berwick, ME. The quality and variety of products speak to the compassion behind the 

company and its owner. Their stretchy wrap is the Hybrid wrap. Most traditional stretchy wraps are really only good for front carries, but 

these wraps stretch only widthwise and are extra wide so they can safely carry children on the back – even larger, heavier four-year-olds.  

Another wrap families of children with unique needs may be interested in is the WrapDuO. It is the first Water Wrap on the market and it 

has a lot of “spring” and sun protection knit right into the fabric. It feels like a swimsuit to wear your baby in. The Breeze wraps and Hybrid 

wraps are both hand-dyed and hand-batiked by artists in Bali, Indonesia.  
 

“One thing you should know about the Babywearing community is that it’s incredibly supportive” said Kristi. She explained how this com-

munity has supported her through hard times like a divorce when she had three children under the 

age of 5. “I had [babywearing] friends all over the world checking in, offering encouragement and 

even having small fundraisers at their local meetings. I had a world saying, “You can do it.” Add that 

to local friends who offered strong arms to lift me when I needed it and a kick in the butt when I 

needed it, and how could I not get up and do my best as a mama and an entrepreneur?” Kristi has 

clearly decided it to pay it forward as she offers this to NHFV families, “Parenting is such a beautiful, 

difficult blessing, and so many parents are reticent to reach out for help, but you deserve help and 

support and love as much as your child does. Don’t be afraid to ask for it or to take it when it’s 

offered. Please reach out if you think there is information I can give you that will help you, your child, 

your family. If I can’t find the answer, I’ll do what I can to refer you to someone who can.” Wrapsody 

has often found itself working with all kinds of families. They received a large order from a charity 

called ABC in Texas who were using a grant to provide carriers to families of children with disabilities. 

Some of their retailers have helped families of premature babies safely use their carriers to carry 

their fragile babies. Currently, they’re talking with LiftMeUp to find ways Wrapsody can support their 

mission of providing carriers to families of children with disabilities who might not otherwise be able 

to afford a quality baby carrier.  
 

To read Kristi’s blog on babywearing and Down Syndrome visit https://wrapsodybaby.com/

babywearing-and-down-syndrome/ and to find out more about Wrapsody and their products visit www.wrapsodybaby.com 

Babywearing continued from  page 10 

Kristi Hayes Devlin,  

Owner and CEM of Wrapsody 

 
I’m thankful for 

my struggle,  
because without it, 
I wouldn't have 

stumbled across my 
strength 

- Alex Elle 

https://wrapsodybaby.com/babywearing-and-down-syndrome/
https://wrapsodybaby.com/babywearing-and-down-syndrome/
http://www.wrapsodybaby.com/
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