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Service animals are an essential feature
of American society. They assist a great
number of people with disabilities.
However, as service animals become
more and more prominent in the modern world, there is growing confusion
that surrounds them. Questions regarding where service animals are permitted,
what tasks they can perform, and what a
service animal even is remain as common as ever before.
In accordance with the Americans
with Disabilities Act, Service
Dogs are allowed to
accompany their
handlers anywhere
the individual with
disabilities is allowed
to enter. Service
animals are defined
as dogs that are individually trained to do
work or to perform
tasks for people with
disabilities. As there is no

central registry for service dogs, we understand that there are many attempts to pass
off pet dogs as service animals.

It’s all about the training: Emotional
Support Dogs and Therapy Animals
An emotional support dog or ESA is not a
service animal. In some limited instances,
ESA’s may be allowed in residences if a
person’s mental health professional has
determined that the ESA’s presence is necessary.
A therapy dog is legally a pet and not
permitted to go anywhere that
pets are not allowed. Because
they have not been trained to
perform a specific task, they
do not qualify as service
animals under the ADA.
Service animals specialize in
providing some of the work
and tasks that individuals with
a disability cannot perform on
their own.
Continued on page 4

(800) 852-3345 X 4525 (In NH) or (603) 271-4525
nhfamilyvoices@nhfv.org
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G-Tube
Pass It On is a free newsletter for
parents of children with special health
care needs and the professionals that
support them.

By: Abby Bohannon
Just because I have a G-tube
Doesn’t mean I can’t swim,
Doesn’t mean I can’t eat,
And doesn’t mean I sleep with a machine.

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.

Just because I have a G-tube
Doesn’t mean I am different.
Doesn’t mean I am not normal,
And it doesn't mean I can’t be bullied.
Just because I have G-tube
Doesn’t mean I am a popular person,
Doesn’t mean I can’t be on WCAN,
And it doesn’t mean I am weak.
Just because I have a G-tube
Doesn’t mean I can’t be active
Doesn’t mean I can’t go on a plane
And it doesn’t mean that I can’t be adventurous.

This publication is not intended to
provide medical advice on personal
health matters. All health concerns
should be discussed directly with your
physician.

Just because I have a G-tube
Doesn’t mean I can’t go to the beach
Doesn’t mean I can’t swim in the ocean
And it doesn’t mean I can’t have fun

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.

Just because I have a G-tube
Doesn’t mean I can’t go to school
Doesn’t mean I can’t like history
And it doesn’t mean I am a nerd.
Just Because I have a g-tube - doesn’t mean you should judge me.

 Abby is a 15 year old from Keene, New Hampshire. She has had a g-tube since
she was 2. She also has SCADD (Short-Chain-Acyl-CoA Dehydrogenase Deficiency),
Intractable Epilepsy Seizure Disorder, Cognitive Disorder secondary to organic brain
damage-mild memory and other cognitive difficulties-not ADHD, Asthma, Gastric
Reflux- Acidic and Non-Acidic, Feeding Disorder- swallowing problems, astigmatism
w/ hyperopia, Delayed Gastric Emptying, Hypothyroidism (short stature), Adjustment
Disorder with Anxiety. She is in her last year at Keene Middle School. She plays the
violin.
2

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

New Hampshire State Library
“Talking Book Services”
The Talking Books Program exists to
meet the reading needs and interests of
New Hampshire residents who are physically unable to see, handle or process
printed material comfortably.

‘Digging Deep’ a Journal for Young
People with a Chronic Health
Condition

Talking Book Services provides library
materials to over 2,000 New Hampshire
residents and lends over 70,000 audio
and braille books each year.

How many of us recall pouring out our troubles, working out our
growing pains, in a diary? For many, the practice of putting it on
paper, and going back later to look at it, and reflect upon it, can
be powerful. It gives us a sense of control over our emotions,
and promotes our ability to deal with them.

Who's Eligible? Anyone with a vision problem, a grasping problem, or an information-processing problem that does not affect
intelligence.

For youth with chronic illnesses or health challenges, the practice of using a journal can be even more empowering. Knowing
how to start, however, can be difficult. Fortunately, there are
journals created specifically for this purpose, such as Digging
Deep.

The Talking Books Blog is the way to keep up with the latest
information from the Talking Book Library. It can be found here:
http://nhtalkingbooks.blogspot.com

For more information call the NH State Library at - (603) 2713429 or visit their website at - www.nh.gov/nhsl/talking_books/

Digging Deep offers prompts, to encourage youth to think about
their feelings. For youth who can’t put words to their feelings,
or who are hesitant to share how they feel about their illness,
Digging Deep gives them a safe place to start.

The NH Rules for the Education of
Children with Disabilities – What’s
New?

NH Family Voices has a limited supply of these to share with
families. We also have some in Spanish. If you would like to
order one e-mail or call our office.

On March 23, 2017 the State Board of Education voted unanimously to adopt the revised Ed 1100, NH Rules for the Education
of Children with Disabilities (NH Rules), which are NH’s special
education regulations. The NH Rules implement the Federal and
State special education laws. The adoption of these rules caps off
a more than 18-month process, during which parents, educators,
and others provided input at informational listening sessions,
public hearings, and stakeholder group meetings, or by providing
written comments on the proposed revisions to the NH Rules.
The Parent Information Center on Special Education’s website is a
summary of the changes that are likely to be of most interest to
parents and other laypeople in the field.

http://nhspecialed.org/whats-new-in-the-nh-rules-forthe-education-of-children-with-disabilities/
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Teen With Cerebral Palsy Builds a
‘Sweet’ Foundation with Lemons

Examples of service dog tasks … Continued from
page 1
 Alert persons with hearing impairments to sounds.

With school, physical therapy, her love for
reading, and hanging out with
friends, you’d think a 15-yearold girl with cerebral palsy
(CP) would have more than
enough going on in her life
unless it’s Lauren Walier.
She’s on a mission.

 Halt to signal changes in elevation.
 Pull a wheelchair or pick-up things for a person with mobili




ty impairments.
Assist someone with mobility impairments with their balance.
Retrieve dropped objects.
Intelligent Disobedience as in refusing a command to go
forward into traffic.
Psychiatric service dogs have training to match the disability of the individual they assist.

Diagnosed with cerebral palsy at
18 months old, Lauren was at one
time, in a wheelchair. She couldn’t dress herself until the sixth
grade. Today she walks with a brace on one leg and a crutch.
Lauren believes that, soon, no one will be able to tell she even
has cerebral palsy when she walks.

Guide dogs are a type of service animal, used by some individuals
who are blind or have poor vision. However, service animals assist with a wide range of disabilities.
In an effort to clear up any confusion as to what is and what is
not acceptable, The Governor’s Commission on Disability has
arranged a glossary of terms in order to clarify any confusion
when considering a service animal. They also have a ‘Service Animal Frequently Asked Questions’ publication. These can be found
on the Commission’s website at: www.nh.gov/disability.

She credits her parents and the therapy she’s received over
the last few years for her remarkable recovery from what
Lauren says is the ‘forgotten’ disability, even though it’s the
most common motor disability in children, according to the
Centers for Disease Control and Prevention.
Her parents, particularly her mom, have always advocated for
Lauren, keeping her grounded, making sure her life was as
normal as possible, and encouraging her to reach for the stars.
They didn’t want their daughter’s cerebral palsy to define her.
Lauren is thrilled to be an ambassador for Reaching for the
Stars, a cerebral palsy foundation committed to advocacy,
education, and research to serve the needs of children with
cerebral palsy and their families. Through this, and Lauren’s
own foundation, she’s helping kids with CP avoid denial and
make their way in the world. She says, “I want to be the big
sister to those kids who need an eye-opener or someone to
look up to. For me, it’s to make kids feel comfortable in their
own skin.”

The Negative Effects
of Cyberbullying
By: LAPD Lieutenant Andrea
Grossman of the Internet Crimes
Against Children Task Force and
Stephanie Rapp, US Department of Justice

This blog post describes cyberbullying and its effects. Cyberbullying should not be seen as any less of a threat as traditional
bullying. Since most cyberbullying is inflicted upon a child without the presence of adult supervision, the consequences can be
far reaching. Cyberbullying will evolve as new technology is used
and adapted, and so should methods to not only react against
cyberbullying, but also to be proactive and stop cyberbullying
before it happens.
Stopbullying Blog
(www.stopbullying.gov/blog/categories/Cyberbullying)

True to her word, Lauren has launched her own foundation
called ‘Make Lemon-Aide for Cerebral Palsy.’ She, along with
family and friends who lent a hand, made $1000 with the first
lemonade stand, banking $7,000 by the end of the summer.
And, according to Lauren, most people didn’t even take the
lemonade. The Foundation focuses on three goals: raising CP
awareness, training CP therapists and funding research.
The Make Lemon Aide® Foundation for Cerebral Palsy (CP)
www.makelemonaide.org/
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NH Leadership Series
Learn, Lead, Create Change….
The New Hampshire Leadership Series has been a
pivotal change experience for family members and
adults with disabilities by providing state-of-the-art information and strategies to effect change
on disability-related issues locally and across the state. The goal of the Leadership Series is to
support the development of advocacy and leadership skills in NH citizens who wish to grow at a
personal level to achieve community and statewide change that supports the full inclusion of
individuals with disabilities in their schools and communities.
The New Hampshire Leadership Series is seeking participants who are highly motivated to
become well informed about, and active in, policy making and systems change for individuals
with disabilities in our state.
Leadership provides participants with state-of-the-art information about issues concerning
people with disabilities. Leaders in the field, adults with disabilities, parents, and family
members will present information and facilitate groups during each session.
For more information and an application visit NH Leadership’s website at: http://iod.unh.edu/
projects/nh-leadership/nominate

Carrie Duran a Proud Graduate
NH Leadership Series Class of 2015
I am a proud 2015 graduate. My participation opened my eyes to
opportunities and experiences I had never thought possible. I am
thankful for the lifelong friends I have made who’ve continued to
cheer me on in all my endeavors.
With my new found strength, directly after graduation I testified
at our State House on the budget and stayed until 11:00 p.m. to
have my chance to share. Leadership taught me my voice is
important.
Following graduation I became a member of the Lakes Region
Family Support Council and became co-chair with Emily James, (2009 Leadership graduate) and
am now serving on the Family Support Conference Planning Committee. I testified on paper and
in person several times over the course of a year for the Medicaid Expansion bill and was invited
by Governor Maggie Hassan to stand beside her at the signing where she graciously spoke of me
and my family in her speech.
All year I’ve tried to speak with as many candidates as possible and brought my children along
whenever I could. I was surprisingly fearless as I shared my story with Democrats and Republicans in the hopes they would see a different side to single moms and families with children who
have disabilities. I am returning to school for a degree in Special Education. Finding ways to
balance work, home, family, and advocacy life is challenging. But I continue, because I absolutely love it! Thank you Leadership for instilling in me the belief that anyone can make a difference!
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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/

Join us on
Facebook

Lending Library
Children’s Books: Using Them to Improve Understanding of Special Health
Care Needs or Disabilities
By Sylvia Pelletier, NHFV
When someone in the family has a special health care need, finding information that explains it in a way children will understand is important. Fortunately, there are many books written specifically for children. NH Family Voices has made it a priority
to purchase children’s books on a variety of topics for our library.
So once you’ve requested books and they’ve arrived, how do you use them?
We always recommend you review the materials before you share them with your children. We also recommend that you plan
to read them when you have time for discussion. Children may have worries they haven’t expressed, or questions they haven’t
asked. Sometimes, children believe things that aren’t true. Reading together may bring up lots of discussion, so it is a good
idea to set aside time, just in case it does.
Some families specifically request children’s books for use with their child’s class. When doing this, some of the same tips
apply. Preview the books. Plan to set aside enough time for questions. But there are a couple of other tips for doing this in
school. Be sure to talk to your child about your plan. Some children prefer not to be present when the topic is first discussed.
If your child would like to be present, find a way for him or her to participate. For example, children who have diabetes might
show their insulin pump, explain how often they have to test their blood or talk about their medic alert bracelet. We also
encourage a book on general differences be read first. Following this, we suggest the children be engaged in an activity to
demonstrate how we all have differences; how we all have things we are good at, or we need help with. Ask questions such as
“How many of us have brown eyes? Blue eyes? Like pizza? Are really good at math? Are really good at art?” Following this type
of activity, read the book about your child’s specific special health care need, and then engage in discussion specific to the
issue.
When used in this manner, children’s books help us to teach children how to value and accept one another, not in spite of our
differences, but because of them. Everyone is unique!

Give us a call or search our catalog by subject online. Books are sent 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
Call us or log on to www.nhfv.org and click on “how we can help, then choose
Lending Library
Search thousands of books by subject. Drop selection into cart & send.
Books will be delivered to your home/office with a prepaid
postage envelope for you to return them
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Just Like You
A book about a little boy getting ready for his first day of
pre-school. You will meet his family and some of the
animals on his farm and oh yes, you will learn about his
trach. Mommy and big sister go to school and explain to
the children about Slade’s trach. The kids ask questions
and mommy answers in easy to understand language.
The kids not only learn about a trach, but they also learn a very valuable lesson, though I may look different on the outside, I’m Just Like You on the inside.

Weakling Willie
For Weakling Willie, living the life of a Rhinoceros
Beetle is hard especially when his muscles don’t
work right. Willie knew he was not strong and that
his muscle weakness would make it difficult for him
to face the challenges ahead that a Rhinoceros Beetle must face. Willie wonders every day why he was born
as a Rhinoceros Beetle the strongest creature on Earth without strong muscles? Can he face the challenges a beetle must face in order to survive in the
rainforest? Maybe Willie is stronger than he thinks! See how Willie, and his
friends, learn to appreciate his other strengths. The author’s son has a metabolic disorder, Pompe Disease.

Grateful For Gluten-Free
This is a delightful story about a young girl named
Gabby who has celiac disease. Gabby cannot eat
foods with wheat or gluten, so she loves when her
Mom makes her favorite gluten-free food—
PANCAKES! Gabby’s journey helps her discover
how grateful she is to live gluten-free, not only
because it’s delicious, but because it’s fun too!

Taking Seizure Disorders To School
A Story About Epilepsy

For Parents and
Professionals
 Every Child Wants to Play: Simple
and Effective Strategies for
Teaching Social Skills
GREAT ideas, lesson plans and explanations for teaching social skills! Includes
an impressive 30 minute DVD and workbook divided into 10 units in 3 sections
(Body Awareness and Visual Strategies,
Facilitating Dynamic Social Situations,
Verbal Strategies) that are incremental
and progressively builds upon previous
concepts and strategies.

 Individualized Supports for
Students with Problem Behaviors:
Designing Positive Behavior Plans
This book focuses on the nuts and bolts
of designing positive behavior support
plans for students with such disabilities
as autism, learning disabilities, and
emotional/behavioral disorders. Strategies are provided for addressing individual behavioral problems at all levels of
severity. Filled with illustrative examples, the book shows how to conduct a
functional assessment and develop an
overall support plan, using a teambased approach.

 Opening Doors, Opening Lives:
Creating Awareness of Advocacy,
Inclusion, and Education for Our
Children
Jennifer Greening tells the story of her
personal experiences related to getting
her daughter, Marissa, integrated into
the general education system. Written
in a style that is gentle and friendly, this
book contains information that parents
of children with special needs can use
for their own child’s educational journey.

This story dispels the myths and fears surrounding
epilepsy in a positive, upbeat and entertaining style
while explaining seizures in an understandable
fashion.

 Need suggestions… give us a call...
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DreamCatchers NH
DreamCatchers New Hampshire is a nonprofit organization that provides social
and confidence-building activities for individuals with different intellectual,
social and learning abilities. Programs are provided through groups spread
throughout New Hampshire, similar to the way that the Scouts operate.
Groups are called “Chapter Sites.” Each Chapter Site is led by a site leader who
coordinates meetings and activities using our resource manual as a guide.
Members share in social activities and they also participate in a project in
which they give back to the community in some manner. Site leaders provide
guidance and direction to members with the goal of building friendships,
self-confidence and empowerment.
Any student between the age of 10 and 20 can become a member of DreamCatchers. The
majority of members experience social, learning or developmental abilities that differ from those of their same aged peers.
Members should have a desire to develop friendships and take part in meetings and activities with others who may face unique
challenges. Participants are typically functioning at a level that allows them to attend activities without requiring one-on-one assistance, which fosters an independent growth experience. However, exceptions can be made based on available resources. In addition,
members can stay beyond the age of 20 and may take on a mentor role at that point.
To learn more about how DreamCatchers is structured and to see if there’s a Chapter Site in your area visit their website.
DreamCatchers New Hampshire
844 Elm Street, Suite 100  Manchester, NH 03101
beth@dreamcatchersnh.org

(603) 828-9029
www.DreamCatchersNH.org

An Important Message from the
Child Care Licensing Unit
The Child care Licensing Unit (CCLU) is currently in the rule making process for the Administrative Rule He-C 4002, which governs
family and center based licensed child care programs.
The Draft Rule is now available for public comment, due no later than 4/27/`7 at close of business. A public hearing on the proposed
changes will be held on Thursday, 4/20/17 at 6pm in Concord or you may attend via live webinar. Details for the hearing and a copy
of the proposed rule can be found here under Child Care Licensing: http://www.dhhs.nh.gov/oos/aru/comment.htm
 Families of children with special health care needs/disabilities may want to pay particular attention to the proposals in the
following sections:
He C 4002.18 Administration and Storage of Medication
(e) New rule prohibiting programs from accepting prescription medication that does not include a prescription label or written
order from a licensed health care professional.
(u) Amendments requiring certain medications, such as inhalers and epi pens, to be immediately accessible to staff for children
requiring such medications
He-C 4002.25 Behavior Guidance and Treatment of Children
(g-l) New rules regarding how programs will address children exhibiting persistent and extreme challenging behaviors and the
requirement to have written policies regarding such behaviors
8

Access the Truth: The Real Life
of Youth Who Are Differently
Abled!

Resources for Epilepsy
Are you looking for information about epilepsy?
Do you need resources to share with your child’s
school or daycare?
Let NH Family Voices help you!

The YEAH Council and
Fight HARD are proud to
announce Access the Truth:
The Real Life of Youth Who
Are Differently Abled!

NH Family Voices has been involved in a project called FACETS
of NH for several years. Through this project, a number of
informational videos and resources have been identified and
developed. These materials are available on the NH Family
Voices website, on the FACETS of NH project page.

Youth with disabilities, rare
diseases and special health care needs seem to be often misrepresented in the world at large. Very few people understand exactly what it means to have to put up with these challenges in
day to day life so we have decided to put together something
called a Slam Book in order to help educate others on what
living with these challenges is like from multiple different
sources.

http://nhfv.org/projectsinitiatives/facets-of-epilepsy/
Materials were developed for four different groups; for parents,
for youth, for school health providers and for primary care
providers. On the website, you will find informational videos,
and videos answering frequently asked questions, posed by
youth and parents. All of the videos can be watched on the NH
Family Voices YouTube Channel as well.

A Slam Book is essentially a book of questions that is passed
from person to person so that they can record their answers.
Slam Books come in many different forms and have been made
on many different topics but ours is going to be specifically
about living with a Disability, Special Healthcare Need and/or
Rare Disease while also combating the trials and tribulations of
being a youth between the ages of 14-26. Questions cover a
wide range of topics, from med planning to relationship building, from mentally prepping for a surgery to celebrating the
positives that come from their challenges.

On the website, you will also find a number of communication
tools, such as seizure action plan templates, seizure description
or seizure observation forms.
In addition to the materials on the website, NH Family Voices
owns two training manikins and medication administration
training kits. These kits can be borrowed by school nurses for
use in staff training.

Any of the offered questions can be skipped for any reason and
if the person in question doesn't feel comfortable taking credit
for their answers, they can answer completely anonymously. All
of the answers that we gather will be put together in a physical
book and then that book will ultimately be distributed online for
the world's education!

Be sure to also check our lending library for our materials on
epilepsy.

If you're reading this and you're interested in contributing to
the Slam Book, all we need is for you to fill out two simple
questions and we will contact you with more information.
Go to: https://www.surveymonkey.com/r/MCMQPJT
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H E A LT H C A R E

Why Focus on Sexuality and
Developmental Disability?

M

any parents of children with
developmental disabilities often
wonder whether they really need to talk
with their children about sexuality. They
may not think of their child as a sexual
person because of their disability, or
they may feel afraid that talking about
the topic will spark their child’s interest
in sex and cause them to start having
sex. We believe that it is vital for parents to talk about this topic with their
children. Why? Because we are all
sexual beings!
Even though the media in our culture
present a narrow view of who is considered sexual, we really are all sexual beings. The media’s view would have us
believe that only thin, blonde, strong,
physically fit, tall, young, able bodied
people are sexual. We need to remember that all people - including people
with developmental disabilities - are
sexual! People with developmental
disabilities are often left out of the
conversation about sexuality, but in

By Katherine McLaughlin, M.Ed.

reality, they, too, have thoughts, feelings and concerns about sexuality, just
like everyone else.
While it is important to acknowledge
that people with developmental disabilities are sexual and have thoughts,
feelings and concerns about sexuality,
it is also true that much of the information they receive is inaccurate.
Because many adults are not willing to
discuss these issues with them, many
people with developmental disabilities
get information about sexuality from
television, which may be inaccurate or
misleading.
This is another reason why it’s vital
that parents talk with their children
about sexuality - to explain information they’re getting using language
that they can understand, and to be
sure that the information that they are
getting is accurate. In addition, sometimes messages about sexuality on
television can be negative, and it’s
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important for parents to be able to give
their children positive messages about
sexuality, and help their children understand their own values about sexuality.
Another issue for people with developmental disabilities is they may be very
isolated or not have many friends.
When they are isolated, they often miss
out on the informal learning that happens while hanging out with friends.
This is a way that many people have
learned about sexuality. Friends often
talk with each other about who they
have a crush on, or how their bodies are
changing as they’re going through
puberty. Sometimes these conversations happen at school, and sometimes
they happen when they are with their
friends outside of school. For people
with developmental disabilities, they
may not be in a school setting where
informal learning takes place, and don’t
have opportunities to hang out with
friends to talk about these kinds of
concerns.

Finally, an extremely important issue in
sexuality education is prevention of
sexual abuse. People with developmental disabilities are at risk of being sexually abused because they are frequently
taught to comply with what others are
asking them to do, and they often want
to please others. By understanding
various aspects of sexuality and relationships, parents can help their
children understand what is healthy
and what is not healthy, and that it's
okay to say "no" to unwanted touch.
Even if parents think sexuality education
is important, there are lots of reasons
that they don't talk about it with their
children. They may not know how to
begin or what to cover. They may know
what to cover, but don’t know how old
their child should be before they start
talking, or they may fear that talking
about it will encourage their children to
have sex. Or, parents may not even
know what they believe regarding
sexuality and their own children. Our
mission is designed to help parents

become aware of and overcome their
own barriers to talking about sexuality
with their children. Hopefully, it will
help you clarify your own values
around sexuality, and feel less fearful
and more prepared in talking about
sexuality with your own children. It
may not give you all the answers, but
it should help you get started.

Everyone Poops
A child’s book that affirms the normal
process of our bodies eliminating waste.

Ignorance may be bliss, but knowledge
is power. Your children deserve and
need that knowledge just like anyone
else.

Breasts
Provides a simple, yet complete, explanation of breast development.

Katherine McLaughlin, M.Ed. is an
expert on sexuality and developmental
disabilities and has taught sexuality
education to people with developmental disabilities as well as trained them
to be peer sexuality educators themselves. She has trained nationally at
conferences and workshops, and has
developed an online course for parents: Talking to Your Kids: Developmental Disabilities and Sexuality. Katherine is the author of the curriculum:
Sexuality Education for Adults with
Developmental Disabilities. Contact
her at www.disabilityworkshops.com

Begin Where Your Child
or Youth is At….
Books to assist kids and parents.
Body awareness begins early in a child’s
development. Our Lending Library has
children’s books that can help them
understand how their bodies work.
These can be found under ‘General
Health’ within our online library listings.
Here are a few of suggestions:
Contemplating Your Bellybutton
Simple story explaining why we all have
bellybuttons. Cartoon like pictures of
babies and mothers.
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As a child grows and matures their bodies
change. These books can help with beginning conversations about hygiene, selfcare and sexuality. Most of these are
found within “Sexuality” on the Lending
Library page.

Changes In You: For Girls/Boys
These popular books explain changes of
puberty in a simple, positive manner. It
covers such topics as physical development, masturbation, and sexual abuse
prevention. Ages 10 and up.
The What’s Happening To My Body:
Book For Boys
Written in a comfortable, nonjudgmental
tone this book gives sensitive straight talk
on: the body’s changing size and shape;
diet and exercise; the growth spurt; the
reproductive organs; body hair; voice
changes; romantic and sexual feelings;
and puberty in the opposite sex.
The Girls’ Guide To Growing Up: Choices
and Changes in the Tween Years
Here’s a book just for girls beginning a
new phase of their lives! This appealing
and easy-to-follow guide for girls with
intellectual disabilities is an introduction
to the physical and emotional changes
they’ll encounter during puberty. Written
on a third-grade reading level for
preteens or young teenaged girls to read
by themselves or with a parent.
Not sure what you are looking for? Call
and we will help you with suggestions.
 NH Family Voices online Library Listing
http://nhfv.org/how-we-can-help/
lending-library/

Guardianship and Alternatives for Decision-Making Support
 Written by: Got Transition Staff with support from Tina Campanella, Quality Trust for Individuals with Disabilities
HEALTH CARE TRANSITION AND DECISION-MAKING
For a youth or young adult who has intellectual disabilities, his
or her health care transition often raises questions for health
care providers and families about guardianship. This brief
provides a high level look at guardianship and other decisionmaking supports as well as resources that will provide more
in-depth information.

Despite having opportunities for decision-making early in life,
not all young adults with intellectual disability are able to make
all decisions especially those choices with more far reaching
impact on their lives. In these situations, the right amount of
support at the right time can help build on early decision making
experiences.

Guardianship Issues

The Right Support at the Right Time

Reaching the age of 18 — Opportunities and Challenges for
Young Adults with Disabilities

"Informal" support from a young adult's circle of friends and
family may be enough to help the young adult talk over life
decisions while maintaining the young adult's unrestricted
self-determination.

Reaching the age of majority (18 years, in most states and jurisdictions) means, under state law, an individual is no longer a
"minor." As such, the person has the right and responsibility to
make certain legal choices that adults make. For some young
adults with intellectual disabilities, this may be an exciting
opportunity for increased independence. However, there may
also be family concerns about how to best support that person's
self-determination in making life decisions such as for health
care or in financial management.

When it comes to issues such as health care decisions or money
management, there may be legal options available to assist the
young person to "share" decision responsibilities with a trusted
friend or family member. Joint or trust fund accounts, financial
powers of attorney, health care durable powers of attorney,
conservatorships or "waivers of confidentiality" for individual
health care issues are options that can support a young person's
decision making while providing timely guidance, as needed, for
important issues.

This brief provides a broad outline of decision-making support
options, both informal and legal, that may assist a young adult
with an intellectual disability. States and jurisdictions may have
different laws and options. Each state defines the categories and
rules for guardianship in its laws. It is important to know all of
the options before deciding which one to pursue since every
young person has a unique situation and individual needs for
support.

Guardianship
More Restrictive Option with Alternatives
Guardianship is a formal, legal process in which a court is
requested to assume responsibility for a person as a "ward"

Decision-Making
A Skill that Requires Practice and a Variety of Experiences
Decision-making is a learned skill. Children and youth who have
support and experience choosing what to wear, eat, who to
socialize with etc., will approach adulthood having exercised this
skill early on. On-going decision-making experiences lead to
confidence and a self-awareness that "I am able make decisions
that direct my life." When a youth or young adult is denied the
opportunity to make decisions or to participate in a shared
decision-making process, this lack of skill building may lead to a
perceived "incapacity" either by the family or by the young adult
him/herself.
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and then may appoint an "agent" to act
as guardian. The guardian may or may
not be a parent or family member, and
the guardian's authority is determined
by the judge's order or state law. The
guardian may have certain responsibilities to the court i.e. submit written
reports, attend additional hearings as
needed, and maintain standards that
preserve the ward's decision-making
process, as much as possible.
Some families pursue guardianship
because they believe or have been told
that it's the only legal answer to concerns they may have about their young
adult’s ability to handle money or access
and stay connected to adult or health
care services. While some form of legally
arranged guidance may be called for,
full guardianship may not be the only
option. There may be forms of guardianship that can provide temporary or
specific decision-making support while
not completely denying the young
adult's participation in that decision.
When it comes to determining what is
the best option, the "least restrictive"
ones may best support and promote
the young adult’s decision-making skills
and rights.
Each state will have their own definition
of guardianship options as well as laws
to govern them and every young person
has a unique situation and needs. In
researching options, families may want
to consider availability and appropriateness of options for "emergency,"
"temporary," "limited,” or "provisional"
guardianship, 90-day health care guardians, or conservators. Sometimes a
combination of different and least
restrictive options may be required in
order to provide the best assistance.
Guiding Questions to Ask in Considering
Decision-Making Support Options

right decision making support for young
adults may be, here are some key
questions families may ask:
 What kind of decision is being made?
 Has the person made a decision like

this before?
 Has the person been assisted to

understand the risks and benefits?
 How big is the impact of this decision

in the person's life?
 How long would the person live with

the decision?
 How hard would it be to undo?
 Most important: What is the least

restrictive level of support that might
work?
PROTECTING EVERY YOUNG ADULT
PATIENTS RIGHT TO PRIVACY AND
CONSENT
Health care providers, especially those
accepting a young adult with intellectual
disability into their primary care practices,
must protect every patient's right to
privacy and consent. Along with past
medical records and health-related
information, the health care provider in
this situation will need accurate information regarding the individual’s
independent decision-making status and
the names of anyone who has been
appointed or identified to support
decisions on the young adult’s behalf.

 Reprinted with permission © Got Transition™ 2012
Originally developed by the
Center for Medical Home
Improvement™ at Crotched
Mountain Foundation through a
cooperative agreement
(U39MC18176) from the US
Maternal and Child Health
Bureau, HRSA, DHHS

In summary, in considering what the
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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

5th Annual Self Advocacy Conference Learn It! Live It! Love It!
The theme of the 2017 conference, High Five!, represents a celebration of five years of
advocates around the state and region coming together and learning about strategies to live
a full and productive life.
Whether that means learning to advocate for one’s own financial needs, learning to meet
new friends and build relationships with others, learning about rights and responsibilities
related to individual services, sharing thoughts and feelings about self-determination with
service providers, or strategies for putting one’s best food forward, our conference is
about sharing how we all can be valued members of the community.

Keynote Presentation
“The Fight Worth Fighting”
Samuel Habib, Advocate, Filmmaker
Samuel Habib, a 17-year-old junior at
Concord High School, was the subject of
his photojournalist and filmmaker father
Dan Habib’s award-winning 2007 documentary Including Samuel. Now an upand-coming filmmaker in his own right,
Samuel’s presentation “The Fight Worth
Fighting” will center around his short
documentary about disability rights pioneer Judy Heumann, followed by a talk
about his inclusive high school life and his
advocacy activity.
Friday, May 5, 2017 9:00am to 3:30pm
Grappone Conference Center
Concord, NH
Registration Fee: $30
Scholarships available
Free for DSPs supporting attendees
For more information contact:
IOD at (603)228-2084
Register at:
http://iod.unh.edu/event/5th-annualself-advocacy-conference-learn-it-liveit-love-it
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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)

NHFV is striving to deliver valuable information 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 purposes and is one of our most valued resources. But reality is… many do their
reading and sharing online. The electronic
version of Pass It On contains live links so
that readers may click and get to more in
depth information in seconds. We would
like to encourage those who are receiving
a hard copy to think about this new feature and feel free to switch to the electronic 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 information).

3.

Add nhfamilyvoices@nhfv.org to
your email safe senders list, address
book or contact list so that email
newsletters are not blocked or filtered into your spam folder.

Supporting Families

Share your
story!

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
newsletter.
Through sharing experiences, it is our hope that these
personal stories will help, encourage, and support others.
If you have a story to share or know of someone who
does, please contact our editor at nhfamilyvoices@nhfv.org
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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.
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