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Inside this issue: 

Let me introduce you to the wonderful 

world of GoBabyGo (gobabygoNH.com)!   

My family and I discovered the original  

organization at the University of Delaware 

last fall, after reading an article about them.  

The first paragraph grabbed my attention, 

when it mentioned a toddler with cerebral 

palsy finally being able to keep up with his 

siblings.  The organization modifies ride-on 

cars (among other things), for children that 

are unable to walk, in order to suit their  

disability.  Children that have never been 

mobile, are finally able to move and play on 

their own!  They use easy buttons, harness-

es, foam rollers, PVC piping, rope, and what-

ever else gets the job done.   
 

I needed to get my hands on one of those 

cars.  One of my 3 ½ year old twin boys has 

cerebral palsy, due to an unknown birth  

injury.  For those not in this world (like me 

prior to having Berkley), what this means is 

that he has to work 1000 times harder to get 

anything done, like moving his hand with 

control, or uncurling his fists, or holding his 

head up.  He is nowhere near his twin devel-

opmentally, and is unable to crawl, or walk, 

or sit.  He is learning words one at a time, 

and his favorites are yes and Mama. 
  

We got Berkley his very own BMW on January 1 

this year.  I was so impressed with the organiza-

tion and their staff, and realized the high need 

for anything like this in New England.  The group 

at UD also helps launch chapters around the 

world, where they develop teams to build the 

cars for local kids.  So, I launched a chapter right 

here in New Hampshire, and our first workshop 

was May 14 at NHTI.   
 

The entire event was due to donations and volun-

teers.  Engineers, therapists, and families gath-

ered to build the cars, which were made possible 

with donations from local companies, like Grap-

pone, the Turner Group, and Douglas, Leonard, 

and Garvey.  Each car costs approximately $500 

in total.  Other local companies donated food, 

cake, and signs. 
 

We assembled 8 cars for local kids with condi-

tions such as genetic disorders, cerebral palsy, 

SMA, and there was no charge to the families.  

Our second workshop was at St. Paul’s on  

July 16, thanks to the engineering students, and 

their instructors, Jeff Beltramo and Will Renauld.   

 

Pass 
It On! 

mailto:nhfamilyvoices@nhfv.org
http://www.nhfv.org
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Letter from the Directors 

Dear friends, 
 

We would like to take this opportunity to welcome all new and veteran subscribers to Pass 

It On, our newsletter written for families and professionals caring for children with special 

healthcare needs and disabilities.   
 

New Hampshire Family Voices is a unique organization in that it is staffed by professionals 

who are also family members of those with special healthcare needs and disabilities. This 

means that the resources and information in this publication are sourced by those who not 

only work in the field, but live it 24/7, just like you! 
 

Check out our upcoming conference, Partnering for Strength 2017  that we co-sponsor  

every year with the Parent Information Center. The Partnering for Strength 2017 Confer-

ence is two conferences under one roof with a common focus.  The ADULT CONFERENCE is 

for families and professionals supporting children and youth with disabilities and/or special 

health care needs. The YOUTH CONFERENCE is specifically for youth ages 14-26 with disa-

bilities and/or special health care needs. Stay tuned for details on how to register. We are 

looking for sponsors and exhibitors.  Interested?  Call Tracy at 603-224-7005 or tmess-

ing@picnh.org  
 

We open up each edition with a family story because we believe sharing our experiences is 

just as important as getting the right doctor or insurance policy. If you have an experience 

you would like to share, please contact our editor. If someone has passed this newsletter 

on to you and you would like to subscribe, simply visit our website and sign up for a free 

membership! 
 

As always, we are here to support you in any way that we can from navigating a new  

diagnosis to helping communicate your child’s unique medical needs at school or under-

standing health insurance options and managed care, and everything in between. We are 

here to help you get the information and resource you need to make informed decisions 

when it comes to the children and youth you care for. 
 

 Martha Jean & Terry 

Pass It On is a free  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  

publications mentioned are for 

informational purposes only and do not 

imply endorsement 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  

directly 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: 

Martha-Jean Madison 

nhfamilyvoices@nhfv.org 

New Hampshire Family Voices 

129 Pleasant St. Thayer Bldg. 

Concord, NH 03301 

 (603) 271-4525 

nhfamilyvoices@nhfv.org   

 www.nhfv.org 

Partnering For Strength 

Keynote Speaker: Kathy O’Connell, 

CRC, LMHC, is the author of the self-

help book “Firewalk: Embracing 

Different Abilities” and is the Director 

of Radiant Abilities. 

Breakout Sessions Include: Managing 

Difficult Conversations, How to Keep 

Good Records, Growth Mindset, Par-

ents Serving on Groups, and more. 

Youth Conference 

Access Your Voice: Connect with Yourself on the 

Road to Self Advocacy 

Keynote Speaker: Randy Pierce, along with his 

dog Quinn, is the fist blind hiker to summit all 48 

of the NH 4,000-footers. 

Breakout Sessions Include: Healthy Relationships 

Begin with You, Access Your Voice with Your IEP, 

Access Your Voice in Your life After High School, 

Mindfulness, and more 

PARTNERING FOR STRENGTH 

SAVE THE DATE—MARCH 11, 2017 

mailto:nhfamilyvoices@nhfv.org
mailto:nhfamilyvoices@nhfv.org
www.nhfv.org
http://www.nhfv.org
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Medical Marijuana and Epilepsy 
 
NH Family Voices received the following letter from one of our partners, Dr. Richard Morse, a respected neurologist at Dartmouth 
Hitchcock Medical Center. We are sharing this important educational information for the benefit of those families curious about the 
use of medical marijuana for children with epilepsy.  
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GoBabyGo… continued from page 1 
They assembled 6 cars, and gave more local kids the gift of mobility. We have a waiting list of children  

currently, and hope to gather small teams of engineers and therapists to develop cars for individual  

families in the near future.  We are always looking for volunteers and donations.  www.gobabygonh.com 

Tobi Sheiker, Mama to Bronti (5) and Dutch and Berkley (3) 

Beware of Fake IRS Tax 

Bill Notices  
 

The Internal Revenue Service and its Security Summit partners 

are warning taxpayers and tax professionals of fake IRS tax bills 

related to the Affordable Care Act.  
 

The IRS has received numerous reports of scammers sending a 

fraudulent version of a notice - labeled CP2000 - for tax year 

2015. This scam may arrive by email, as an attachment, or by 

mail. It has many signs of being a fake:   

The letter says the issue is related to the Affordable Care 

Act and requests information regarding 2014 coverage; The 

payment voucher lists the letter number as 105C;  

Requests checks made out to I.R.S. and sent to the "Austin  

Processing Center" at a post office box.  
 

The IRS does not initiate unsolicited email contact or contact by 

social media. An authentic CP2000 notice provides extensive  

instructions to taxpayers and requests that checks be made out 

to "United States Treasury." For more information go to IRS.gov 

There’s an 
App for That! 
 

 

Teach Kids to 
Cope with Severe Weather 
 

Developed by the Ozark Center in cooperation with the National 

Child Traumatic Stress Network and the Missouri Foundation for 

Health, Help Kids Cope, an app by the University of California-Los 

Angeles, provides age-appropriate communication prompts for  

parents and guardians to talk with their children about the natural 

disasters they may face, from earthquakes and extreme heat to 

floods, landslides, and windstorms, among others. The app helps 

parents and guardians know how best to support their children 

throughout a disaster whether sheltering-in-place or evacuating to a 

designated shelter - and how to help the family to heal after reu-

niting. The app is currently available for free download to Apple 

devices in the app store. 

http://www.gobabygonh.com/
https://www.irs.gov/uac/newsroom/irs-warns-tax-professionals-of-new-eservices-email-scam
http://www.nctsn.org/content/help-kids-cope
http://www.nctsn.org/content/help-kids-cope
https://itunes.apple.com/us/app/id1069028637
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Join our community!  

We post the latest events,  

opportunities and news.  

This online community is a 

great way to connect with 

other families like yours!  

Look up “New Hampshire 

Family Voices” 
 

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/ 

LOCAL 

Dec 
13 

Big, Bold and Bright: A 

Toolbox to Support  

Vision  

 

Gain in understanding 

of how to modify and 

differentiate the presen-

tation of learning mate-

rials. A variety of assis-

tive technology hard-

ware and software will 

be demonstrated for the 

creation of accessible 

reading and writing ma-

terials to support indi-

viduals who experience 

vision challenges or 

print disabilities. 
 

 ATECH Services 

Concord, NH - (603) 226

-2900, ext. 10  
 

 Cost: $25 per person 

Dec 

Working Effectively 

With Your Student Who 

is Deaf or Hard of 

Hearing 

 

Learn about types and 

causes of hearing loss, 

how to read an audio-

gram, the impact of 

hearing loss on lan-

guage and speech de-

velopment, helpful 

modifications that can 

be made in teaching, 

and more. 
 

Workshop Cost: $129 

which Includes conti-

nental breakfast and 

lunch $50 for family 

member. 
 

ATECH Services: (603) 

226-2900 Ext 10 

Jan 

IEP Organizer Workshop  

 
Nashua High School 

South,  

 
This workshop provides 
participants with materi-
als, strategies and a tool 
they can use to organize 

their child’s records.  
Participants may bring 
some of their child’s 
school records and a 
large 3-ring binder to the 

workshop.  

 

Pre-registration is  

required.  Call PIC at  

(603) 224-7005. 

March 
11 

SAVE The Date 
 

Partnering for Strength 
2017 
Grappone Center 

Concord, NH 
 

Keynote: Keynote 
Speaker Kathy O’Con-
nell, CRC, LMHC, the 
author of the self-help 
book, “Firewalk: Em-
bracing Different Abili-

ties. 
 

Youth Conference: 

Access Your Voice:  
Connect with Yourself 

on the Road to Self  

Advocacy 

March 
25 

Around the World in 
Special Education in 

One Day  
 

Pelham Elementary 

School  
 

This seminar combines 
components of four of 
our most popular train-
ing sessions, including 
Steps in the NH Special 
Education Process, Dis-
ability Awareness, Par-
ents and Educators: 
Partners in the Pro-
cess, and The IEP Clin-
ic. Pre-Registration is 
required. You may reg-
ister by calling PIC @ 

603-224-7005  

MAY 

Join us on 
Facebook 

 

 

 

For more happenings 

visit our events  

calendar  

at www.NHFV.org,  

 

just click on the events 

tab. Our calendar is 

updated weekly. To 

submit an event, email 

ebd@nhfv.org.  

16 17 

https://www.facebook.com/New-Hampshire-Family-Voices-110259496380/?ref=aymt_homepage_panel
https://www.facebook.com/New-Hampshire-Family-Voices-110259496380/?ref=aymt_homepage_panel
file:///C:/Users/rdealmeida/Documents/Adobe
file:///C:/Users/rdealmeida/Documents/Adobe
mailto:ebd@nhfv.org
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Lending Library 

Popular Reads…. 

Waking up Dry: A Guide to Help Children 

Overcome Bedwetting  

By Howard J. Bennett  
 

A positive, interactive plan for overcoming 

bedwetting, geared to parents of kids ages  

6-13. Author Dr. Howard Bennett is both a 

pediatrician and a parent, and he encour-

ages parents to read the book together with 

their children and develop a plan that in-

cludes behavior management techniques, 

calendars, contracts, and bedwetting 

alarms.  

Does My Child Have PTSD?: What to Do 

When Your Child Is Hurting from the Inside 

Out  By Jolene Philo 
 

Author Jolene Philo was always told that 

"babies don't feel any pain" and that her 

son would not remember the traumatic 

surgeries and hospital visits he endured as a 

young child. However, research has shown 

that when children experience medical ill-

ness, witness violence, or are abused, it can 

leave a lasting effect. With years of research 

and personal experience, Philo provides 

critical information to help people under-

stand causes, symptoms, prevention, and 

effective diagnosis, treatment, and care for 

any child struggling with PTSD.  

Sleep Better -  A Guide to Improving Sleep 

for Children with Special Needs  

By Durand Mark  
 

This is a step-by-step, “how to” instruction 

for helping children with disabilities get 

the rest they need. For problems ranging 

from bedtime tantrums to night waking, 

parents and caregivers will find a variety  

of widely tested and easy-to-implement 

techniques. Attention is given to families 

of children with autism, Tourette syn-

drome, and cerebral palsy. Written by a 

psychologist who was inspired by many 

sleepless nights with his own child. 

Books will be delivered to your home/office with a prepaid post-

age envelope for you to return them   

Search thousands of books by subject. Drop selection into cart & send. 

Call us or log on to www.nhfv.org and click on “how we can help, then choose Lending 

Library 

New Addition to NHFV Library 
Many of you have known and used the Family Resource Connection at the NH State Library . Unfortunately 

that program has been discontinued. The good news is that the library holdings that were available to  

parents and professionals has been absorbed into the Family Voices library.   

http://www.nhfv.org
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The Pleasures of Reading Aloud 
There are lots of reasons to look at books and read aloud to children, starting when they 

are very young and continuing well after they can read for themselves. It’s a time to enjoy 

moments of relaxation and closeness, to share interests and explore the world. In addition, 

experts suggest that reading to children 20 minutes a day improves their chances of suc-

cess in school. Here are some ways to make the most of your reading time. 
 

The starting position  

Your physical position communicates your interest and caring. Place yourself at child level, 

cuddled on the sofa or bed or sitting on the floor together. 
 

Suit the book to the age 

Babies explore books through all their senses, including taste, so choose cloth or card-

board books that will take heavy wear and tear. Later, toddlers are interested in naming 

things in books with one picture per page. Gradually, children become interested in the 

stories in books, first very simple ones, then progressively longer and more complicated 

stories. Eventually, you may be reading longer books over a period of days or even weeks, 

one chapter at a time. 
 

Follow their interests 

Choose a book that suits the child’s age and interests. Younger children may lose interest 

before you arrive at the last page. That’s okay. The goal is to make reading fun, rather than 

to get to the end of the book. 
 

Adapt the text 

You can adapt a book to the age of the child you are reading to. For young children, try just 

describing the pictures or telling the story in your own words. You might also change the 

names of the characters to names of people the child knows. 
 

Catch children’s attention 

Bright colours and clear illustrations catch children’s interest. You can hold the attention of 

a squirming child with books that have moving parts—flaps that lift, scenes that pop up, 

pieces that go into slots. Build on what you know interests them: an activity they enjoy,   

an animal that appeals to them. 
 

Make your reading dramatic 

Making your reading dramatic will also keep children interested in the story. Emphasize 

the rhythm in nursery rhymes. Use gestures and point to what you’re talking about in the 

pictures. Change your voice for different characters in the story and make sounds for the 

animals. Encourage the children to imitate you and join in the fun. 
 

Involve children 

When children have heard a story several times already, you can involve them by pausing 

to let them fill in the next words. Some stories have a refrain that makes this easy, for  

instance, “I’ll huff and I’ll puff and I’ll blow your house down!” in the Three Little 

Pigs. Just letting a child turn the page can keep him or her involved in reading. 
 

Ask questions 

From time to time, stop and ask questions about the pictures or the story. 

Even before a child can talk you might ask, “Can you see where the wolf is 

hiding?” If a child is learning to count, you could ask, “How many cats do you 

see on this page?” Draw older children into the action by asking, “What do 

you think will happen if Goldilocks eats the porridge?” 

 

Respond to questions 

Take time to answer the children’s ques-

tions too. For children who don’t yet say 

many words, just pointing at a part of an 

illustration may be a question. Respond 

by naming whatever the child is pointing 

to. Older children might ask why a char-

acter did something. Pause in your read-

ing to discuss their ideas. 
 

Over and over again 

Children love to hear the same book read 

over and over again - much to the dismay 

of some adults who would like a bit more 

variety. Be patient with this preference 

for familiar material. Repetition is part of 

the way children learn the words, the 

concepts and the story that a book con-

tains. 
 

Keep it up 

When your children can read for them-

selves, you can take turns reading to each 

other. The good feelings of these        

moments spent sharing the pleasure of 

books will last many years. 

 

 Reprinted from Multilingual Parent  

Resource Sheets. Available in fourteen 

languages: Arabic, Chinese (Simplified 

and Traditional), Farsi (Persian),Hindi, 

Portuguese, Punjabi, Russian, Somali, 

Spanish, Tagalog, Tamil, Traditional Chi-

nese, Urdu and Vietnamese.  They can be 

found at this website:  

www.welcomehere.ca/index.cfm?

fuseaction=page.viewpage&pageid=673& 

parentid=575 
 

The Canadian Association of Family  

Resource Programs Canada, Ottawa ON 

www.frp.ca 

http://www.welcomehere.ca/index.cfm?fuseaction=page.viewpage&pageid=673&parentid=575
http://www.welcomehere.ca/index.cfm?fuseaction=page.viewpage&pageid=673&parentid=575
http://www.welcomehere.ca/index.cfm?fuseaction=page.viewpage&pageid=673&parentid=575
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Working with Your Health Insurer:  
10 Tips for Families with Children & Youth with Special 
Health Care Needs & Disabilities 

Read the materials you receive from your health plan or 

employer. These may include your service benefit plan, 

a directory of network providers and other supplemen-

tary information. Many private health insurers send 

periodic newsletters and health promotion materials. 

These may help you better understand your health ben-

efits and maximize the services your family is entitled to 

receive.  

 Adapted for New Hampshire from tip sheet developed by The Massachusetts Family‐to‐Family Health Information Center Federation for  
   Children with Special Needs  (617) 236-7210 www.massfamilyvoices.org  

Work your way up the ladder. If the customer service 

person or your case manager can’t help you, ask to 

speak to the person who can, such as a supervisor or 

head of the department.  

1 

If your child has special health needs and requires more 

services than most children require, ask your insurer for 

a case manager or care coordinator. This is a free service 

and can provide a single “go to” person who can help 

you understand your benefits and make the referral or 

pre‐approval process easier and faster.  

Know your health plan’s mission, vision and/or core  

values statements. These statements generally  

include phrases about providing members with afforda-

ble, accessible care, forming working partnerships, and 

ensuring a member’s peace of mind. These statements 

can work to your advantage when you are advocating 

for a service and/or having problems getting a service 

covered. Frame your argument using the words your 

insurer has provided.  

Review every EOB (Explanation of Benefits) you receive 

from your health insurer. Check for accuracy, the 

amounts paid and any co‐payments you must pay. This is 

a good way to avoid billing inaccuracies. It is also a good 

way to make sure you are not paying for services your 

child did not receive or for services that your policy 

should cover.  

When speaking with insurance customer service person-

nel or case managers, be polite. It is easier to build part-

nerships and get help when you’re cooperative and 

pleasant; no one wants to help someone who is rude or 

disrespectful. Even if the person is not able to help you, 

offer your thanks.  

Keep a written record of calls and copies of all letters to 

your health insurer. Write down the names and num-

bers of the people you speak with and a short sum-

mary of your discussion. If you have a problem getting 

a service covered, it is more effective to say, “I spoke 

with Ms. Smith on February 1, 2011, and she approved 

….” Rather than saying, “The last time I called I spoke 

with someone, she told me…..”  

2 

3 

5 

4 

10 

8 

9 

6 

7 

Insurance companies look at the bottom line: what is 

this going to cost? Frame your requests in those terms, 

and in terms of “Medical Necessity.” Your health plan 

will have a definition for “Medically Necessity” in the 

service benefit plan. For example, tell your insurer, “If 

you pay for speech and language therapy now, 52 visits 

a year will cost you $XXX. If you don’t provide this ser-

vice, augmentative communication/assistive technology 

will cost you $XXX in five years when this therapy is no 

longer an option for my child.  

RESOURCE: Read example letters of medical necessity 

at : https://www.medicalhomeportal.org/issue/writing-

letters-of-medical-necessity 

When you have exhausted the chain of command within 

your insurance company, you may be able to get help 

from The NH Insurance Department, Phone: (603) 271-

2261, Website: https://www.nh.gov/insurance/ 

For additional help and more information contact:  
 

New Hampshire Family Voices 
Family To Family Health Information Center 
1-800-852-3345 Ext. 4525 or (603) 271-4525 

www.nhfv.org 

https://www.medicalhomeportal.org/issue/writing-letters-of-medical-necessity
https://www.medicalhomeportal.org/issue/writing-letters-of-medical-necessity
https://www.nh.gov/insurance/
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THE ABLE ACT 
By Déodonné Bhattarai, JD/MPH 
Volunteer Lawyer, Disability Rights Center NH 

Until very recently, individuals with disabilities and their families risked having critical 

public benefits terminated if the individual’s personal assets rose above $2,000. On De-

cember 19, 2014, President Obama signed into law the Achieving a Better Life Experience 

(ABLE) act; the act amends the IRS Code to create tax-advantage savings accounts.  
 

For the first time individuals with disabilities and their families will be able to establish ABLE  

savings accounts that will not affect their eligibility for SSI, Medicaid, and other benefits. ABLE accounts can be used to cover certain  

disability related expenses, such as housing, education, support services, and transportation. The ABLE act is a significant step towards  

ensuring that individuals with disabilities are supported in their efforts to achieve greater independence and to take control over their own 

future.  
 

The ABLE act authorizes states to develop ABLE programs and offer ABLE accounts to qualified beneficiaries. In March 2016, Governor  

Hassan signed into law SB 265 to establish New Hampshire’s ABLE saving account program, however, there is still a work to be done before 

ABLE accounts are available in the Granite State. Qualifying New Hampshire residents who wish to open a tax-free ABLE savings account 

can do so through an out-of-state program. Once New Hampshire’s program is operational, funds in an out-of-state ABLE account can be 

transferred to an in-state account. 
 

Top Five Things To Know About ABLE Accounts  
 

1. What is an ABLE account? An ABLE account is a tax-advantaged savings account for individuals with disabilities. The beneficiary of 

the account is the account owner, and income earned by the accounts will not be taxed.  
 

2. Who is eligible for an ABLE account? An individual must have become disabled before the age of 26. Individuals who meet the age 

criteria and receive SSI/SSDI are automatically eligible while others may need to take additional steps to prove eligibility. 
  

3. Are there limits to how much money can be put in an ABLE account? Yes. States vary in how much money they allow in an ABLE 

account. A New Hampshire ABLE account will be authorized to accrue no more than $375,000 total and will have a $14,000 annual 

contribution cap. A qualified individual can only have one ABLE account. ABLE Accounts are subject to a Medicaid payback, meaning 

that the state may recoup funds remaining in an ABLE account following the beneficiary’s death.  
 

4. What can you use an ABLE Account for? Funds in an ABLE account can be used for qualified expenses related to having a disability. 

These may include education, housing, transportation, employment training and support, assistive technology, personal supports, 

health and wellness, financial management and administrative services, legal fees, oversight and monitoring, funeral and burial costs, 

and other approved expenses. 
 

5. How do I set up an ABLE Account? As New Hampshire is still developing its ABLE program, accounts are not yet available. Currently, 

there are three states (Ohio, Nebraska, and  

Tennessee) with ABLE programs that allow out-of-state enrollees. Funds placed in an out-of-state ABLE account can be moved to an   

in-state account once New Hampshire’s program is established. For more information on enrolling in an out-of-state plan, visit: 

 https://www.nh.gov/disability/achievingabetterlifeexperience.htm 
 

 Reprinted with permission  from “The Rap Sheet”, A collaborative effort by the Disability Rights Center-NH, Institute on Disability and NH Council 

on Developmental Disabilities, Fall Issue, 2016. To subscribe to the electronic email of the RAP Sheet, please visit: http://www.drcnh.org/

rapsheet.html    

             Resource: 

The ABLE National Resource Center (managed by National Disability Institute) 

1667 K Street, NW Suite 640 

Washington, DC 20006 

(202) 296-2040  

http://www.ablenrc.org/about/what-are-able-accounts 

  

https://www.nh.gov/disability/achievingabetterlifeexperience.htm
http://www.drcnh.org/rapsheet.html
http://www.drcnh.org/rapsheet.html
http://www.ablenrc.org/about/what-are-able-accounts
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IMPACT OF THE ELECTION ON 
HEALTH CARE POLICY 
 

By the Family Voices Public Policy Team, November 16,  
2016, Janis Guerney, Esq., Brooke Lehmann, MSW, Esq.      
and Lynda Honberg 
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The health care world is trying to figure 

out exactly what can and will happen  

during the next two years, when the   

presidency and both houses of Congress 

will all be under the control of leaders 

who have promised to repeal and replace 

Obamacare (the Affordable Care Act, or 

ACA) and make fundamental changes to 

the Medicaid program. Discussed below 

are the futures of the ACA, Medicaid, the 

Children's Health Insurance Program 

(CHIP), domestic discretionary spending, 

and prescription drug policies. 

The Future of the ACA  

The first question on people's minds is the 

future of the Affordable Care Act (ACA). 

With respect to ACA repeal, there are sev-

eral legal questions at issue:  

 What elements of the ACA can be    

repealed with 60 votes in the Senate? 

 What elements of the ACA can be    

repealed with 51 votes in the Senate? 

 What elements of the ACA can effec-

tively be repealed by the president 

alone? 

As explained in more detail below -  

 The president-elect has said he would 

like to retain the ACA's ban on pre-

existing condition exclusions and its  

provision allowing children to remain 

on their parents' health plan until age 

26. 

 Without legislation, the administration 

can take action, or refrain from action, 

to significantly disrupt the implemen-

tation of the ACA. 

 It will not be easy to get Congress to 

pass legislation to repeal the above 

and other consumer protections in the 

ACA because that  would require a     

60-vote majority in the Senate and 

because most members of Congress 

will not want to take insurance away 

from their constituents.  

 It will be easier for Congress to pass 

legislation to repeal the law's premium 

tax credits, cost-sharing reductions, 

and the individual and employer man-

dates since that could be done with 

only 51 votes in the Senate.  

 It will be easier for Congress to pass 

legislation to make fundamental 

changes to the Medicaid program since 

that could be done with only 51 votes in 

the Senate.  

 Congress might be able to use appropri-

ations legislation to interfere significant-

ly with ACA implementation. 

ACA Repeal by Law 

There are both political and procedural 

reasons that it will not be easy to pass a 

law repealing the whole ACA, at least 

without a viable replacement.  

 Politically speaking, it will be difficult for 

most members of Congress and the presi-

dent to support legislation that would 

cause constituents to lose their insurance 

or important consumer protections, such 

as the ban on pre-existing condition exclu-

sions.  In fact, the president-elect recently 

indicated that he would like to retain the 

ACA's ban on pre-existing condition exclu-

sions, as well as its provision allowing chil-

dren to stay on their parents' insurance 

plans until age 26. Procedurally speaking, 

there are Senate rules that would make it 

difficult to repeal certain elements of the 

ACA. In the House, most legislation can be 

passed with a simple majority. In the   

Senate, however, most legislation needs 
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While some Members of    

Congress might be happy to       

repeal the ACA without a     

replacement, the president-

elect has said he will replace 

the ACA at the same time it is 

repealed, providing "great 

healthcare for much less   

money."   

60 votes to proceed. An exception is so-

called "reconciliation" legislation, which 

can proceed with only 51 votes.  In gen-

eral terms, all of the provisions in reconcil-

iation bills must have an impact on the 

federal budget that is more than "merely 

incidental" to their purpose. But, there 

are no clear rules about whether the 

budgetary impact is "merely incidental."  

The Senate parliamentarian must make 

these determinations, often without   

precedents to follow. For this reason, the 

following statements about what can and 

cannot be done in a reconciliation bill are 

conditional. 

The consumer protection provisions of the 

ACA - including the ban on pre-existing 

condition exclusions, the ban on annual 

and lifetime dollar limits on coverage, and 

the "age 26" provision - were not primari-

ly intended to impact the federal budget, 

so legislation to repeal those provisions 

mostly likely would need 60 votes to pro-

ceed in the Senate.  In the next Congress, 

Republicans will have majority of only 51 

or 52 out of 100 Senators.  (A Louisiana 

Senator will be determined in a Dec. 10 

run-off election.)  Therefore, it will be 

difficult to get the 60 votes (probably) 

needed to repeal the consumer protec-

tion provisions of the ACA. 

However, other important elements of 

the ACA could be repealed with a recon-

ciliation bill, which would require only a 

simple Senate majority. In fact, in 2015 

Congress passed reconciliation legisla-

tion to, among other things, repeal the 

ACA's premium tax credits, cost-sharing 

reductions, and Medicaid expansion, and 

to reduce to zero the penalties for failure 

to comply with the individual or employ-

er mandate. This legislation, which 

would have become effective two years 

after enactment, was vetoed by the 

President, and the House failed to over-

ride the veto. Under the new administra-

tion and Congress, such legislation could 

likely become law, although, as before, 

the effective date could be delayed to 

give Congress and the administration 

time to develop a replacement. 

Thus, it is possible that the individual 

mandate will be repealed, while the ban 

of pre-existing condition exclusions and 

other consumer protections are  

retained.  There is a problem with this 

scenario, however.  It is not feasible to 

require insurers to cover people with pre

-existing conditions without simultane-

ously requiring all individuals to maintain 

insurance coverage.  Without the latter 

requirement, healthy people can wait 

until they get sick to purchase insurance, 

resulting in a risk pool composed dispro-

portionately of individuals who are likely 

to draw down insurance payments (i.e., 

people with health problems), thus lead-

ing to higher and higher insurance premi-

ums - a so-called "death spiral" that ulti-

mately makes insurance completely un-

affordable. 

It should be noted that Congress might 

also be able to effectively nullify signifi-

cant parts of the ACA by including a provi-

sion in an appropriations bill to prohibit 

the use of any appropriated funds to im-

plement the law.  Appropriations bills gen-

erally require 60 votes in the Senate, alt-

hough there may be scenarios that essen-

tially force the Senate to accept the legis-

lation. 

Undermining the ACA through Executive 

Action or Inaction. In writing the ACA,  

Congress left a lot of policy decisions up  

to the executive branch (e.g., the details 

of the law's ten "essential health bene-

fits"), and numerous regulations have 

been issued to implement the law.  The 

new administration could change these 

regulatory policies, but it takes a fair 

amount of time to amend regulations due 

to applicable legal requirements, such as 

providing a public comment period. 

On the other hand, there are other      

actions that the president could take, or 

refrain from taking, almost immediately.  

Some of these could seriously undermine 

the operation of the ACA.  The simplest of 

these actions would be to drop the gov-

ernment's appeal of the federal district 

court decision in House v. Burwell, which 

found the administration's funding of cost

-sharing reductions without an explicit 

congressional appropriation to be uncon-

stitutional.  The cost-sharing reductions at 

issue reduce copayments and deductibles 

for more than half of all consumers pur-

chasing health care on the exchanges. 

Insurers do not impose these charges on  

the eligible consumers, and the govern-

ment reimburses the insurers to make up 

the difference.  If the Trump administra-

tion drops the appeal, payments to                                                   

                                  Continued on page 12 
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HEALTH CARE POLICY …. continued from page 11 

insurers will cease but insurers will still be obliged to reduce costs to consumers. Consequently, insurers may drop out of the exchanges.  If 

this were to happen, consumers would have to find other coverage, as explained in a blog post from the Georgetown Center for Health Insur-

ance Reform.  The administration could also undermine the ACA by not encouraging people to purchase health plans, refraining to enforce 

the individual or employer mandate, or failing to approve state plan amendments to expand Medicaid.  
  

Replacement of the ACA 

While some Members of Congress might be happy to repeal the ACA without a replacement, the president-elect has said he will replace the 

ACA at the same time it is repealed, providing "great healthcare for much less money."  Although Mr. Trump has issued several specific     

proposals, he has not explained how these will ensure that everyone will have the health care coverage they need.  In campaign and post-

election documents, he has proposed:  
 

allowing insurance to be sold across state lines 

facilitating the creation of health savings accounts (HSAs) 

allowing individuals to deduct the cost of health insurance premiums on their taxes 

requiring price transparency from health care providers 

allowing the importation of drugs from overseas 

speeding up the drug approval process 

establishing high-risk pools for individuals with significant medical expenses who have not maintained continuous insurance coverage 

changing Medicaid into a block grant program (i.e., giving a fixed sum to each state rather than matching actual state expenditures) 
 

All of these proposals would probably require acts of Congress, but even Republicans are already in disagreement about how to proceed. 
  

The Future of Medicaid 

As an entitlement program, Medicaid can be changed through the reconciliation process (see above), meaning that changes to the program 

needs only 51 votes to pass the Senate, rather than the 60 votes needed for other legislation.  As a consequence, it would be relatively easy 

for the new Congress and administration to significantly alter the program, as discussed below. 
  

The president-elect has proposed turning Medicaid into a block grant program rather than an individual entitlement program, meaning 

states would get a fixed sum of federal funds each year rather than a federal match for their 

actual Medicaid expenditures. Federal payments to states would  increase over time at a 

slower rate than would be   expected if the current federal matching formula were in 

place, meaning states would receive less and less federal funding over time. In 

exchange, states would get more flexibility in running their Medicaid programs.  

Depending on how the law is amended, states might be able to restrict eligi-

bility and/or reduce benefits in ways they are not permitted to do now. Gov-

ernors generally like the flexibility a block grant would provide, but will fight 

to ensure that their states do not lose too much money in the process. 
  

House Speaker Paul Ryan (R-WI), in his "Better Way" proposal, has proposed 

giving states the option of a Medicaid block grant or per-capita-cap pay-

ment system.  Under the latter model, states would receive a certain 

amount of    federal funding for each Medicaid enrollee, with different pay-

ment rates for different types of enrollees.  Ryan has proposed the following 

enrollee categories: aged, blind and disabled, child, and adult.  Senate Finance 

Committee chairman Orrin Hatch (R-UT), among  others, have also proposed 

funding Medicaid through per capita caps. (The Finance Committee has jurisdic-

tion over the Medicaid program.) 
  

Block-granting Medicaid or turning it into a per-capita-cap program would be de-

signed so that the federal government provides less and less money to states over 

time, compared to the matching  payments that would be made under current law.  

 As a result, states would have difficulty responding to changing circumstances, such as  
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Pass It On Survey 

 

We strive to bring you a high quality    

newsletter that you look forward to        

receiving.  To achieve this goal we look      

to our membership for guidance. We value 

your voice and your time as it is the driving 

force  behind what we do here at New 

Hampshire Family Voices. 
 

 Please take a quick moment and give   

       us your feedback. 

 

https://www.surveymonkey.com/

r/PassItOn2017 

 

 

disease outbreaks, economic downturns, 

or significant increases in health care 

costs. As they have in the past, advocates 

will fight hard against such fundamental 

Medicaid changes.   
  

The Future of CHIP 

The president-elect's health care proposal 

does not mention the Children's Health 

Insurance Program (CHIP), but funding for 

the program must be extended by the end 

of this federal fiscal year. CHIP has enjoyed 

bipartisan support in the past, and child 

health advocates are already mobilized to 

fight for its extension. In December, the 

Medicaid and CHIP Payment and Access 

Commission (MACPAC),  a congressional 

advisory commission, will be making its 

recommendations on how long to extend 

CHIP and whether to maintain CHIP-

related provisions that were enacted in 

the ACA.  Children's health groups,   in-

cluding Family Voices, are    developing 

comments to MACPAC.  CHIP legislation is 

likely to serve as the legislative vehicle on 

which various "health    extenders," includ-

ing reauthorization and funding of Family-

to-Family Health Information Centers 

(F2Fs), are attached.  
  

Discretionary Spending 

Non-Defense Discretionary (NDD) spend-

ing refers to the appropriations for domes-

tic programs (as opposed to defense and 

homeland security-related programs),  

including medical research, most health-

related grant programs, education, disabil-

ity programs, housing, and transportation, 

among others. Advocates for these pro-

grams are concerned that the president-

elect and Republican Congress will seek to 

eliminate the budget caps and automatic 

spending cuts (sequester) that apply to 

both defense and NDD programs under 

current law, and make up the difference 

through deeper cuts in NDD funding. The 

president-elect has also proposed a plan 

that cuts NDD spending by one-percent a 

year, each year, for the next ten years.  
  

Prescription Drug Costs 

With the controversy surrounding the    

dramatic cost increase for the EpiPen,    

Congress has sharpened its focus on the 

cost of prescription drugs.  The president-

elect has also focused on this issue. His 

transition website's health reform page  

includes the item "Reform the Food and 

Drug Administration, to put greater focus 

on the need of patients for new and innova-

tive medical products."  His campaign    

website includes the following health     

reform proposal:  "Remove barriers to entry 

into free markets for drug providers that 

offer safe, reliable and cheaper products. 

Congress will need the courage to step 

away from the special interests and do what 

is right for America. Though the pharmaceu-

tical industry is in the private sector, drug 

companies provide a public service. Allow-

ing consumers access to imported, safe and 

dependable drugs from overseas will bring 

more options to consumers." No legislative 

action is expected on drug prices during the 

lame-duck session of Congress, but it is  

likely to be a topic considered by the next 

Congress and new administration. 
  

OPPORTUNITIES FOR ADVOCATES 
  

National health, disability, and children's 

advocacy groups, including Family Voices, 

are making plans to educate the new ad-

ministration and Congress about the needs 

of their constituencies and to defend the 

ACA, Medicaid, and other important pro-

grams that new leaders may seek to weak-

en in the next few years.  Family Voices will 

be reaching out to newly appointed White 

House and HHS officials to educate them 

about the needs of children/youth with  

special health care needs and/or disabilities. 

The Family Voices-endorsed Blueprint for 

Children, developed by the American   

Academy of Pediatrics, will go to the presi-

dential transition team and congressional 

leaders. Among other recommendations, 

the Blueprint recommends that funding be 

extended for Family-to-Family Health      

Information Centers. State-based advocates 

for children with special health care needs 

and their families should also seek to edu-

cate both their newly elected and incum-

bent U.S. Senators and Representatives, 

along with their state   legislators, gover-

nors and local elected  officials. 
 

Fact Sheet on Effect of Election 

The Georgetown Center for Health Insur-

ance Reforms (CHIR) (http://

chir.georgetown.edu) has published a fact 

sheet about the effect of the election on 

consumers purchasing coverage through 

the ACA Marketplace .  Plans purchased for 

2017 will remain in effect even if the ACA is 

repealed before the end of the year, alt-

hough decisions by the new administration 

or the courts may cause enrollees to lose 

cost-sharing reductions during the year.   
 

The election will have no impact on the 

open enrollment period ("OE4") for the  

purchase of health plans on the individual 

market, which runs through January 31, 

2017. People who want their coverage to 

begin on January 1st must enroll in a plan 

by December 15.  

https://www.surveymonkey.com/r/PassItOn2017
https://www.surveymonkey.com/r/PassItOn2017
http://chir.georgetown.edu/
http://chir.georgetown.edu/
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NHLA wins Supreme Court appeal on behalf of low-
income parents of children with disabilities 

November 7, 2016 - NH Legal Assistance 
 

Families applying for fuel assistance are no longer required to count children's disability benefits as household income.  The NH fuel assis-

tance and electric assistance program administrators have determined that children’s Supplemental Security Income (SSI) will be disregard-

ed in calculating a household income going forward from the date of the Carrie Hendrick v. NHDHHS Supreme Court decision.  

 

More families overall are now potentially eligible for these energy assistance programs, and families who received fuel assistance and SSI 

for a child with a disability may now qualify for higher levels of discounts on their electric bills and a larger fuel assistance payment for win-

ter heating costs. 

 

For information on Fuel Assistance contact the NH Office of Energy and Planning at (603) 271-8317. This program is accessed through the 

Community Action Agencies (CAA). A list can be found at: https://www.nh.gov/oep/energy/programs/fuel-assistance/ 

A broad group of individuals has been working since 2009 to develop the skills and improve 

the stability of the NH Children's Behavioral Health Workforce. This group, called the NH 

Children's Behavioral Health Workforce Development Network (the Network), includes 

family organizations, universities, providers, trainers, and state policy makers. 
 

The Network has also worked to improve training for individuals who support children, 

youth, and their families by developing a set of online training regarding best practices and 

basic information about system of care. The trainings have been produced by individuals 

with lived experience and practitioners who work with children, youth, and families every 

day. 
 

These free, web-based trainings, videos and resources include: 

 Basic Overview of the NH Special Education Process 

 Children's Mental Health Core Competencies Review 

 Cultural and Linguistic Competence 

 Early Childhood Mental Health 

 Evidence-Based Practice 

 Family Driven and Youth Guided Practice 

 Futures Planning 

 Mental Health First Aid 

 …. and more 
 

Check them out on the NH Children’s Behavioral Health Collaborative website. 
 

http://nh4youth.org/resources/online-training 

Free Online Trainings Have you ever heard of the Child Growth 

Foundation? Their mission is to: 

 support children and adults with    

   growth related problems, and their   

   families 

 fund research into potential solutions 

   raise awareness of growth problems 

 support health professionals in the  

   management of these conditions 
 

The conditions supported by the Founda-

tion are: 

 Russell Silver Syndrome (RSS)/

Intrauterine Growth Retardation 

(IUGR)/Small for Gestational Age 

(SGA) 

 Bone Dysplasia 

 Sotos Syndrome 

 Premature Sexual Maturity (PSM) 

 Growth Hormone Deficiency (GHD)/

Multiple Pituitary Hormone Deficien-

cy (MPHD) 

 Weavers Syndrome 

 Tatton Brown Rahman Syndrome 

 SHOX  
 

http://www.childgrowthfoundation.org 

http://www.nhla.org/content/nhtanf-75
https://www.nh.gov/oep/energy/programs/fuel-assistance/
http://nh4youth.org/resources/online-training
http://www.childgrowthfoundation.org/Default.aspx
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Supporting Families 
 

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  oppor-

tunity to support each other by writing articles for our 

newsletter.  

Through sharing experiences, it is our hope that these 

personal stories will help, encourage, and support oth-

ers.  

If you have a story to share or know of someone who 

does, please contact our editor at nhfamilyvoic-

es@nhfv.org 

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.  

SAVE THE DATE - Saturday, April 29 

Don’t miss your opportunity to connect with parents of children with visual impairment 

from birth to age 7. Sessions include: 

 Parenting strategies 

 Sibling communication 

 Healthy adult relationships 

 Moving from IFSP to IEP 
 

Keynote by Ed Bosso, Executive Director of Educational Programs and Superintendent at 

Perkins School for the Blind, and parent to a child with a visual impairment. 
 

Free child care available • Lunch provided RSVP now at Perkins.org/EarlyCC 

(http://www.perkins.org/get-involved/events/early-connections) 

Share your  

story! 

mailto:nhfamilyvoices@nhfv.org
mailto:nhfamilyvoices@nhfv.org
http://www.nhfv.org
mailto:nhfamilyvoices@nhfv.org
http://www.perkins.org/get-involved/events/early-connections
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