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informing families and professionals caring for children with special health care needs
and disabilities from birth to adulthood for over 30 years.

Working Together to Inform & Empower
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NH Family Voices (NHFV) and the Parent Information Center (PIC) have a strong history of
working collaboratively together. We have held our Partnering for Strength conference as a
unified event for several years now and we often do shared training and transition fairs.

3

Future in Sight

4

Partnership in
Practice

5

Recognizing that children have both educational and health needs, NHFV and PIC feel that
meeting the holistic needs of families in a simple, easy to access way is important. Families,
and the professionals who work with them, are busy and both of our goals is to be as helpful
as possible.
With this in mind we have identified a new and exciting way to expand our collaboration by
making Pass it On a “unified” newsletter. With the support of staff from both agencies, we
will be expanding our collaboration to produce Pass It On as a newsletter that is providing
information from both perspectives – health and education.
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14
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We’ve changed the look a bit in acknowledgement of the shift and hope that you will like
what you see. We are also anxious to hear from you regarding content and appreciate any
suggestions you have on topics or articles. This newsletter is produced to be of service to you!
So please, reach out to NHFV and or PIC staff anytime and let us know how we can help.
Give us your feedback at - https://www.surveymonkey.com/r/newsltr2020

(603) 224-7005

www.picnh.org

(603) 271-4525
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www.nhfv.org

Parent Information Center
Established four decades ago, with the belief that all
children can succeed with the right support, the NH
Coalition for Citizens with Disabilities dba the Parent
Information Center (PIC) provides a wealth of services designed to help parents understand
their child’s special needs and the laws that govern the early intervention (called Family
Centered Early Supports and Services in NH) and special education process. In 1995, PIC
expanded its focus to serve all parents, not just parents of children with disabilities. PIC
assists families, schools and communities to increase family engagement in children’s
learning and development.

PIC is a pioneer in creating family/school/community partnerships that help parents of all
children get involved in their children’s learning and development. PIC also offers additional
support through workshops and resource and referral. From its inception to the present,
the Parent Information Center has demonstrated an ability to identify and respond to the
changing needs of children and families in NH.

NH Family Voices
New Hampshire Family Voices is part of a network of families and
friends of children and youth with special health care needs/disabilities
around the nation. In the early 1990’s, during the health care reform
discussions of the Clinton administration, a group of families of
children and youth with special health care needs realized that no one was speaking up
for the unique concerns of their children. These families contacted other parents they
knew around the nation. Families responded enthusiastically and there was an immediate
ground swell of support to advocate for better health care for their children. Family Voices
was born.

Join our community!
On the public page we
post the latest events,
opportunities inspiring
stories and news.
Look up
“New Hampshire Family
Voices”
“Parent Information
Center of NH”
Like us and be sure
to click the
“get notifications”
option so that you receive
all updated information.
The NH Family Voices
private group is a parent
to parent community and
great way to connect with
other families, like yours, in
a more private setting. Our
staff and group members
exchange information,
resources and support
around the clock.
http://www.facebook.com/

New Hampshire was one of the first Family Voices organizations in the nation to respond to
this call. NH Family Voices began in 1994 as a grass roots network of families of children
and youth with special health care needs for the purpose of sharing information, resources,
health programs and policies.

Today, NHFV continues its work to assist parents and professionals in navigating the systems of care that deliver services. Through the engagement of families across NH, and our
partnerships, we participate in program development, implementation and evaluation,
sharing families expertise in the formation of policies affecting their children. In addition,
NHFV connects families with one another and provides families and professionals
information to secure and utilize needed services for children and youth.
 New Hampshire Family Voices is administered under a fiscal agreement with New Hampshire Coalition
for Citizens with Disabilities Inc., d/b/a/Parent Information Center a 501c3 non-profit organization and is
the state affiliate organization of Family Voices National.
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Join us on
Facebook

Fostering Healthy Social and Emotional Development
in Young Children: Tips for Families
Children are born with the need and desire to connect with those around them. When parents and
caregivers establish positive relationships with children from birth through the early years, children
feel safe and secure, laying the foundation for healthy social and emotional development. This
process affects how children experience the world, express themselves, manage their emotions, and
establish positive relationships with others.
Social and emotional development involves several interrelated areas of development, including social interaction, emotional awareness, and self-regulation. Below are examples of important aspects of social and emotional development for young
children.
 Social interaction focuses on the relationships we share with others, including relationships with adults and peers.
As children develop socially, they learn to take turns, help their friends, play together, and cooperate with others.

 Emotional awareness includes the ability to recognize and understand our own feelings and actions and those of other
people, and how our own feelings and actions affect ourselves and others.
 Self-regulation is the ability to express thoughts, feelings and behaviors in socially appropriate ways. Learning to calm
down when angry or excited and persisting at difficult tasks are examples of self-regulation.
The tips in the handout are organized by age (Infants, Toddlers, Preschoolers) and are intended to help parents and families
support their children’s social and emotional development – nurturing children’s ability to develop healthy relationships,
manage challenges and realize their full potential. Click here for a the tip sheet - https://talkingisteaching.org/resources/
social-emotional-tips-for-families

New Podcast… Developmental Screening
NH Family Voices staff sits down with Dr.Nina Sand-Loud, Developmental
Behavioral Pediatrician at Children’s Hospital at Dartmouth Hitchcock Medical
Center and has a conversation about developmental screening, tools and
questionnaires used, the role of parents, and the benefits it provides to growing children. Listen to it
here: https://nhfv.org/2020/01/new-developmental- screening/
Milestone Tracker App
From birth to 5 years, your child should reach milestones in how he/she
plays, learns, speaks, acts and moves. Track your child’s development
and act early if you have a concern. Download the Milestone Tracker
app from the App Store or Google Play
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Safe and Sound: Responding to
the Experiences of Children
Adopted or in Foster Care
For parents of a child with vision loss, there are many
changing needs throughout a child’s young life. From getting
help detecting or diagnosing a vision problem, to finding
assistive technology or social activities that contribute to
their child’s health and independence.
Future In Sight is dedicated to transforming the lives of those
who are blind, visually impaired, and their families. They
provide a range of services in education, rehabilitation, and
social services to infants and toddlers, children (3-21,)
adults, and seniors.

Created by the American Academy of Pediatrics with
support from the Dave Thomas Foundation for Adoption
and Jockey Being Family, this series of resources is
designed to help children who have experienced trauma
and adversity, by helping their parents, caregivers, and
other adults in their lives understand how that early
trauma may have affected them. Each guide can be
downloaded and shared to provide ideas for how to
help children, and links to additional information and
resources.

They offer a holistic continuum of care that includes
counseling, group therapy, occupational therapy, low vision
therapy, vision rehabilitation therapy, orientation and
mobility training, education services, and technology
training.
Education services team includes experienced Family
Centered Early Supports and Services (FCESS) providers for
infants and toddlers. They specialize in helping young
children who are blind or visually impaired to develop the
sensory and compensatory skills they need for a successful
start. Their Youth Adventures and Activities program
organizes many fun and social events throughout the year.

A Guide for Parents
This first guide explains how trauma can affect a child’s
development and behavior, and offers practical strategies
for trauma-informed parenting. It also includes these two
sections:
 Important Information to Share With My Child’s
Pediatrician
 A Guide for Adults Involved in My Child's Life

NH Parent Connect is an initiative of Future In Sight to
support, educate, inform and connect parents of children
who are blind or visually impaired. Sharing resources,
providing expertise, empowering advocacy, and offering
emotional support for the
unique needs of parents with
children with a visual impairment constitutes an essential
service that aligns with their
broader mission of transforming the lives of those
who are blind or visually impaired, and their families.

A Guide for Early Education and Child Care Providers
Parents can share this resource with their child’s early
education and child care providers.
A Guide for Teachers, Counselors, and Other School
Professionals Working With School-Age Children and
Youth - Parents can share this resource with their child’s
school and teachers.
A Guide for Caseworkers
This guide can also be used for training and professional
development.
 If you would like a printed copy NHFV would be happy
to send one to you.

For more information:
Phone: (603) 224-4039
Website:
https://futureinsight.org

To download: https://www.aap.org/en-us/advocacy-andpolicy/aap-health-initiatives/healthy-foster-care-america/
Pages/Safe-and-Sound.aspx
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Medical Home: Partnership in Practice

T

he phrase “medical home” was initially used over fifty years
ago by the American Academy of Pediatrics to describe the
role of a primary care pediatric practice as the central hub for a
patient’s information, care and records. At the time the term was
focused specifically on the care of children with special health care
needs.

As she grew into a teen
we worked on different
steps of transition care
and letting her ask and
answer the Questions.
Each of her providers
are now dealing with
her directly with us as a
backup. We are working
through the next steps
of transitioning to adult
care eventually and
working with what she
is going to do after high
school and what that
entails. Giving up every
bit of control has been
hard but I know that is
part of her growing up.
Misty Martinez-Bohannon
Parent

Through time, the concept has expanded to include all patients, and to define key
elements of how care should be delivered. Care within a medical home is supposed to
be patient and family centered, accessible, compassionate, comprehensive, coordinated,
continuous and culturally-effective. What does this experience of care look like? What
difference does a medical home make to families? To providers?

I

n this second article in our series about patient and family experiences in primary care, we
focus on the roles of parents, youth and provider during adolescence. How do roles change
during these years? What can parents and providers do to help youth to build the skills they
need to participate more fully in their care? In this article, we hear from Misty MartinezBohannon, her daughter, Abby, and Abby's pediatrician, Gerri Rubin, MD.

Misty….
 Tell us a bit about your family, your child's health needs.

Our family consists of Abby our 18 year old daughter, my husband Andy (I call him Bo) and
myself, Misty. Abby started having seizures at 9 days old, and has since been diagnosed with
a bunch of other disorders. In addition to intractable epilepsy, she also lives with a mitochondrial metabolic disorder, attention deficit disorder, anxiety, asthma, and issues with feeding
& swallowing requiring a g-tube. She also is currently being evaluated for chronic fatigue and
a sleep disorder. As her mom, I am amazed at how she manages this each day. She is
unbelievable.
 Tell us a bit about your child's primary care practice.
There are 7 Pediatric team members in the Keene site of the Children's Hospital at Dartmouth
(CHaD), along with a dedicated care coordinator and multiple nurses and support staff.
 We talk a lot about the role of partnership in a medical home. What does that look like in
your practice? How have they partnered with you?
They partner through care coordination. Deb Chamberlain, RN entered our life when Abby
was 8 months old as our care coordinator. Without Deb’s early constant help and her current
team of PCP Geraldine Rubin, MD and care-coordinator Michelle Miner, RN I am not sure
where we would be today. They also partner through engagement. I was invited to attend
meetings as a parent partner on several grant projects Keene became involved in regarding
Medical Home, and Improving the System of Care for Children with Epilepsy. I was able to
serve as a parent partner on these grants, and later help to start the Family Advisory Council.
I am so grateful to be part of the “Medical Home” at CMC-DH-Keene, and to have served as a
parent partner.
Continued on page 12
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E D U C AT I O N

COVID-19 and Special Education:
What Families Need to Know
Parent Information Center, 3/16/2020
The Parent Information Center recognizes that many
families of children with disabilities are concerned about
the impact that the Coronavirus, COVID-19 may have on
their children’s special education program. For continuous
updates, please visit our COVID-19 webpage at
www.picnh.org/COVID19/

What has happened so far?

On March 15, 2020, Governor Sununu
issued an executive order, including an
emergency order closing all NH public K12 schools beginning March 16th and
continuing through at least April 3,
2020. Schools must develop a system
for providing remote instruction and
support to begin as soon as they are
able, but no later than March 23rd. The
NH Department of Education will be
providing support and resources to
school districts as they prepare and
implement remote instruction and
support services to students. A link to
this order and other resources are
included at the end of this article.
On March 12, 2020 the NH State Board
of Education passed an emergency rule
allowing school districts to provide
instruction remotely for an extended
period of time (previously there was a
5-day limit). The emergency rule
states, “A school district may conduct

instruction remotely. The district shall
create a plan that shall include procedures for participation by all students
[emphasis added]. Academic work
shall be equivalent in effort and rigor
to typical classroom work. There shall
be an assessment of all student work
for the day.”
Providing educational services to
children with disabilities poses unique
challenges for schools and families.
Of course, protecting the health and
safety of students and staff must be
a priority. Below are some of the
questions that families and schools
may have (this information is based on
guidance from the US and NH
Departments of Education):

Q

uestion: Is a child with a disability
entitled to continue his/her special education and related services
while schools are closed due to the
COVID-19 epidemic?
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A

nswer: It depends. If a school
district closes its schools and does
not provide any educational services to
students, students with disabilities
would generally not be entitled to
receive special education services
during that closure. If a school district
continues to provide educational
services to its students during the
school closure, it must continue to
provide students with a free appropriate public education, including the
special education and related services
in the child’s individualized education
program (IEP).

Q

uestion: How will a student with a
disability receive his/her services?
Answer: A variety of options may be
used to provide remote support to
students with disabilities. The NH
Department of Education’s Guidance to
Schools identifies 3 possible options
(although schools, in collaboration with
parents, may identify other options that
will meet their children’s educational

A

needs in accordance with the child’s
IEP):
 Providing services in a remote
instructional environment (ex: online
learning in the student’s home),
 Providing small group instruction in
the school or other location (this
could include a community-based
setting),
 When services cannot be provided,
either in-person or remotely, the
child can expect to receive compensatory services (to make up for the
special education and/or related
services the child missed), or
 A combination of any of these
options.

Q

uestion: What is “remote instruction”? What if my family does not
have a computer or other device that
my child can use to access online
instruction? What if we do not have
internet access at home?

nswer: While “remote instruction” is not limited to online
instruction, and may include instruction provided by way of print materials, videos or other media, the NH
Department of Education has stated
that it is working with vendors to make
curricular and technology resources
available across the state. During his
presentation to the Senate Education,
Health and Human Services, and
Finance Committees, the Commissioner of the NH Department of Education
noted that for students who lack the
technology at home to access remote
instruction, a school may utilize
creative options, including allowing
students to take home a Chrome Book
or other technology that is usually only
used at school. When a family’s
situation requires a more individualized approach, the family may contact
the school to discuss alternative
options to provide their student with
access to instruction. For example, if a
student does not have access to the
internet, the school may provide
schoolwork through an ongoing

Providing educational
services to children with disabilities poses unique challenges for schools and families. Of course, protecting
the health and safety of
students and staff must
be a priority.
exchange of print materials, or provide
a flash drive with the student’s lessons
preloaded.

Q

uestion: What if my child receives
some of the related services in
his/her IEP through a private provider?
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A

nswer: In addition to learning
how the school district plans to
address this situation, either parents or
the school district may want to contact
the provider or agency to learn whether
and how the private provider is revising
its service delivery (which may include
remote services) during this time. If a
child does not receive services that are
included in his/her IEP because of the
provider’s unavailability, the child will
be eligible for compensatory services at
a later time. The school district may
also try to arrange for a substitute
service provider to ensure continuity of
services.

Q

uestion: What if my job does not
allow me the flexibility I need to
supervise my child’s learning or to assist
him/her in remote instruction?

A

nswer: This is a significant
concern for many families, and
one with no easy answer. The NH
Department of Education is encouraging
school districts to work with local
community support organizations,
including clubs, community libraries,
etc., where small group instruction
(which poses a lower risk of infection)
may be provided. Parents may want to
contact their school district to ask if the
district is aware of any resources that
may be helpful.

Q

uestion: What if my child is
infected with COVID-19 and is too
ill to participate in remote instruction?

A

nswer: If for an extended period
of time (generally 10 consecutive
school days), a child is too ill to participate fully in remote instruction or
services, the parent and superintendent
shall agree on the number of hours of
instruction and services the child will
receive [Ed 1111.04(f)(1), referencing
RSA 193:1(I)(c) and RSA 193:5].
Continued on pg. 8

COVID-19 and Special Education
If a child’s instruction is out of school, and not receiving some
or all of his/her special education and related services for an
extended period of time, the IEP team should meet to determine
if the child needs additional or compensatory services when he/
she returns to school.

Q

uestion: What if my child relies on the free or reduced meals
provided at school?

A

nswer: In an effort to ensure continuity for children who
rely on school nutrition programs, including free and
reduced lunch, the NH Department of Education applied for and was granted a waiver providing schools with increased
flexibility in how they prepare and distribute food programs. Parents should contact their school administrator or superintendent to find out how the school district plans to serve children who receive free and reduced meals through the school.

Q

uestion: What if my child attends a private day or residential school (either in NH or at an out-of-state program)?

A

nswer: Because each private program is making their own decisions about how to respond to the COVID-19 epidemic,
parents should contact their child’s private school to ask how their child’s special education and related services will
be provided. If the placement in the private school was made by the IEP Team, the school district remains responsible for
providing the child with a free appropriate public education, and may be coordinating with the private school to do so.
Additional resources that you may want to check out:
NH Coronavirus: Governor Suspends Evictions, Foreclosures: New emergency orders also include
forbidding utility, fuel, Internet, other companies from shutting off service due to lack of payment.
https://bit.ly/2Wlgwzy
A video of the 3/10/2020 Joint Committee Presentation on COVID-19 to the NH Senate committees
on Health and Human Services, Finance and Education (content begins at about the 3:08 pm mark):
https://bit.ly/2x7yGde Presenters included: Dr. Ben Chan, NH’s State Epidemiologist and the
Commissioners of the NH Department of Health & Human Services, NH Department of Education
and NH Department of and Insurance.
NH Homeland Security and Emergency Management website, with links to many resources, general
information, educational resources, and fact sheets, posters and webinars of interest to specific
groups, including members of the education community https://bit.ly/2WjFBLa
A link to an order issued by the Commissioner of the NH Department of Insurance, “In the Matter
of Health Insurer Coverage of Health Care Services Related to the Coronavirus”, which includes
directions for NH health carriers related to keeping consumers informed, testing and treatment for
initial diagnosis, site of services, telemedicine, network adequacy and access to out-of-network
systems, utilization review, and prescription refills: https://bit.ly/33xg8zy
The US Department of Education’s webpage with information and resources for parents and school
staff about COVID-19 and schools: https://www.ed.gov/coronavirus and informal guidance on
children with disabilities and COVID-19: https://bit.ly/2WkN50o
A link to Governor Sununu’s 3/15/2020 emergency order closing all NH public K-12 schools
beginning Monday, March 16th and continuing through at least April 3, 2020, as well as guidance
for schools: https://www.governor.nh.gov/news-media/index.htm
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The Parent Information
Center is not a legal
services agency and
cannot provide legal
advice or legal
representation. The
information in this
presentation is
provided as a public
service for general
information only and
is not a substitute for
legal advice about the
facts of your or your
child’s particular
situation. In addition,
the law is always
changing, through
actions of the courts,
legislature and public
agencies. If you have
a problem or issue that
requires legal advice,
such advice should be
obtained from an
attorney.

Resource and Tips….

Many companies are deferring payments for as long as
six months. Don’t wait, call as soon as possible!
If you are a renter your landlord may also be able to
provide some relief. You cannot be evicted during this
public health emergency so some rent may be better
than none to your landlord. Being proactive and calling
to make an arrangement is more likely to result in an
agreement between you and your landlord.

NH Legal Assistance
Community Guidance for
COVID 19 crisis

Car payments may also be a stress on your budget at this
time. Don’t panic, but DO call your lender and tell them
you’re out of work, many lenders are offering special forbearance programs (the opportunity to make payments
later) to help borrowers through the next several
months.

This Guidance is general information for our community
about the many changes to public programs and systems
during the state of emergency. Staff will periodically update
this guidance. Topics covered in this guidance: Social Security Benefits; Unemployment Insurance Benefits; Utilities;
Food stamps, cash assistance and Medicaid; Domestic
Violence; Housing; Senior and Consumer Law; Youth Law/
Education

If you have federal student loans the good news there is
that the government has stopped charging interest for
the next 60 days. This mean that when you pay your
payment the full amount will be applied to the loan.
If you want to know how to suspend payment of your
federal student loans for 60 days without any penalty,
you can contact your federal student loan servicer to
request an administrative forbearance.

Found here- https://www.nhla.org/blog/NHLA-CommunityGuidance-for-COVID-19-crisis-entry-76
NHLA offices are closed to the public during the COVID19
health crisis, but staff members are working, representing
current clients, evaluating applications for new clients,
monitoring the on-going and ever-changing landscape of
benefits to help people facing crisis, and compiling
resources.

Remote Learning Resources
As the quickly changing COVID-19 challenge evolves
globally and across the United States, the NH DOE
continues to update their approach to meet it. They have
established new webpages to support teachers, families
and students.

If you have any questions, call 1-800-639-5290 or apply for
help online at www.nhlegalaid.org.

$ TIP
Worried about paying
your Mortgage because
of COVID-19? Call your
servicer (the place you
make your payment to
each month) and tell
them you are unable to
pay your mortgage
because of COVID-19.
If you lost your job or are
sick, it doesn’t matter.
If it’s related to COVID19 you can ask for them
to defer your mortgage.

Contained within this site you will find resources geared
toward parents and caretakers that address help with
remote learning and remote supports. These include
online content, digital classroom environments, technology supports, list of Internet service providers and special
education resources and guidance.
To learn more - http://www.nhlearnsremotely.com

For assistance with homeschooling NH Family Voices
has homeschooling resources listed on our website that
can be accessed here.
https://nhfv.org/resources-category/home-schooling
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Lending Library
PLEASE NOTE: Due to the “stay at home’ policy in place,
books will not be sent out until our office is fully opened again.

Preparing for IEP Season?... We have books that can help…
Get Smart about Tests:
By Joseph Rocchio, PhD

When the School Says No.. How to
Get the Yes!
By Lauer, Vaughn

This is a comprehensive, easy-tounderstand guide to inform parents
and teachers in an honest and straightforward manner about educational
and psychological testing. You'll learn
how to understand the most common
types of test scores, why important
decisions should never be based on a
single test, and what you can do to
help your child do better on tests,
and so much more.

When planning a child's Individualized
Education Program (IEP), it is vital that
parents and educators are involved in
collaborative decision making. This
book offers parents of children with
autism and other disabilities a unique
way of approaching and tackling the
problems that can arise relating to the
provision of special education services.

Straight Talk About Psychological
Testing for Kids.
By Ellen Btaaten, PhD. and
Gretchen Felopulso, PhD

A great overview of testing, from
when to do it… to what they mean.
Lots of parent questions and answers
also provides basic information on
some disabilities, including Dyslexia,
ADHD, NLD, ASD and specific learning
disabilities.

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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Teaching Math to People with Down Syndrome and Other Hands-on Learners
By DeAnna Horstmeier, Ph.D.
Children and adults with Down syndrome need math for
the real world--counting with meaning, adding the scores
in a game, and tracking time in order to keep to a schedule. Written in a straightforward and user-friendly style,
the new second edition provides strategies and activities
that are relevant to daily living, are concrete and practical and offers hands-on practice.

Books for Kids
The Cookbook for Children with
Special Needs: Learning a Life Skill
with Fun, Tasty, Healthy Recipes
By Sharon Reilly Caldwell

The Power of Pictures: Creating Pathways to
Literacy through Art, Grades K-6
By Beth Olshansky
Widely practiced in classrooms across the country, the
art-based approach to literacy instruction has been proven
by research to improve literacy achievement with a wide
range of learners, especially those who struggle with
verbal skills. The book and DVD explain how any teacher
can successfully use this process to enable all students, particularly low performers, to make dramatic gains in both reading and writing.
Let's Talk: Navigating Communication Services and
Supports for Your Young Child with Autism
By Rhea Paul Ph.D. CCC-SLP and Donia Fahim Ph.D.
Communication is often a parent's number-one concern
when a young child is diagnosed with autism. With so
many interventions available, how can families be sure
they're choosing the best option for their child? This
accessible, straightforward book gives you the practical
knowledge that you need to evaluate communication
therapies and treatments—and make sound decisions rooted in evidence-based
practice.

Different Minds: Gifted Children with AD/HD, Asperger
Syndrome, and Other Learning Deficits
By Deirdre V. Lovecky
Lovecky guides parents and professionals through methods
of diagnosis and advises on how best to nurture individual
needs, positive behavior and relationships at home and at
school. She also explores concepts such as asynchrony and
the effects of such `uneven' development on children, using
case studies to illustrate emotional, intellectual, creative and social development.
She also highlights the inadequate measures currently in place to assist parents
and teachers and goes on to clearly define what is required to understand and
help these children so that their needs can be met more positively in the future.
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The book starts with a basic illustrated guide to where food comes from,
the different food groups, how to
create our own diet and why cooking
is a great skill to master. Simple,
step-by-step instructions accompanied by fun illustrations, guide
children through three levels of cooking, starting with fundamental basics
including the preparation of a wide
variety of different foods, and building up to more complex recipes.
Health and safety skills are taught as
an essential part of the cooking
activity and healthy eating habits are
reinforced throughout.

Jessica And The Wolf – A Story for
Children Who Have Bad Dreams
By Ted Lobby, MSW
Every night, Jessica dreams of a sleek
black wolf who chases her through a
dark forest. She’s afraid to go to sleep
because of these bad dreams. After
consulting her parents, her teddy
bear, and her own personal “magic,”
Jessica learns to overcome her fears
and chase the wolf away, once and
for all. This spirited adventure,
gorgeously illustrated by Tennessee
Dixon’s powerful, striking images, will
teach children to confront their
nighttime fears and face down their
own private wolves. Ages 6 and up.

Partnership in Practice…. Continued from page 3
 You shared that they helped you grow as a mom - and
then they helped Abby grown in her comfort caring for herself. Can you talk a bit about that journey? How did they do
that? For you? For her?

getting the proxy. They also helped in knowing when it was
okay for Abby to go in by herself and when they needed me
to answer the questions.
 What did that transition of you going in to all appointments and answering questions to her going in on her own
and you being back up look like?

In the beginning there was so much going on with Abby that
I was in constant conversation with her then care coordinator and PCP. It helped me so much to know that someone
was there to be able to find the answers to the questions I
had. Abby was medically complicated from day 9 on. I didn’t
know anything but learned quickly with the help of the
office. When Abby was having frequent seizures and other
sicknesses I felt like that if her PCP was not on call that
others in the office were aware of her situation and could
fill in with the help of all of us communicating about recent
changes. We were all part of the process. With the help of
her team the medical home extended into school, her
specialists, and community representatives.

Gerri, Abby’s PCP, started to ask her all the questions when
she was a tween. She knew Abby could try at least to answer, even though I knew the answers. It was a good
transition for me. She said “Misty, Abby can try and answer
this before you automatically answer”, giving her a chance
to start to advocate for herself. Many times Abby would say
“I don’t know” and then I would need to answer, but it was
just a step and gave Abby an opportunity to know next time
she would be asked and would need to come up with an
answer. When she turned 13 or 14 Gerri would have me
hang out in the waiting room or with Abby’s care coordinator so that she could have some time to question Abby without me and then call me in for the 2nd half so that she could
get clarification on meds, other answers that Abby had said
that she wasn’t quite sure of and to see if I had questions. Knowing that I was going to get a chance really
helped me and still does.

 Can you speak a bit about how the relationship changes
over time? How does it feel to be taking a bit more of a
back seat and having Abby take a more active role in her
own care? How have they partnered with Abby?
As Abby grew, additional diagnoses reared their heads but
as each came along I knew I had people to figure out the
next step with us. Additional people came into our
“medical home” as needed. As she grew into a teen we
worked on different steps of transition care and letting her
ask and answer the questions. Each of her providers are
now dealing with her directly with us as a backup. We are
working through the next steps of transitioning to adult care
eventually and working with what she is going to do after
high school and what that entails. Giving up every bit of
control has been hard but I know that is part of her growing
up.
 You said it was hard to give up every bit of control...even
though you knew it was part of her growing up. Was there
anything the practice did that made that easier for you?
Having proxy access to my DH when she turned 13 really
helped me. She was and is still medically complex. I needed
to have the access to ask them questions and see what her
specialists wanted to do with her care. They helped me with
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Abby …..
 What advice do you have for other teens learning to
work with their doctors, take a more active role in their
health care?
Writing down questions before appointment, trying to
answer questions by myself.
 What is the most helpful thing your doctor's office has
done to help you manage your care?
Access to My-DH portal, make sure I understand, access to
Michelle my care-coordinator

 What can parents do to help their teens who are just
learning to take care of their health needs?
Teaching them how to use my DH, making them register at
the docs office, teaching them how to refill prescriptions.

Gerri …
 When did you first meet Misty?
It’s humbling to see what it takes to raise a child with
special health care needs. The child that sleeps in your
bed because you don’t want to miss a seizure or have their
feeding tube wrap around their neck as they toss and turn.
The hours it takes to mix and deliver meds by g-tube several
times a day. The host of specialty appointments and
therapy that disrupt school and work life.

I first met Misty and Abby when she was admitted to the
hospital at 9 days of age to rule out sepsis and possible
seizure activity. Abby did need to go to DHMC for higher
level of care and additional work up.
 Can you talk a bit about how you partnered with Misty
as a new mom? How has the relationship changed over
time?
Originally I was not Abby’s PCP but I moved into that role
when her other PCP changed jobs. Initially Abby did not
have an underlying dx for her seizures. She was seen and
admitted for recurring cough, congestion, wheezing and
RSV. We tended to be partnering around acute illness- one
after the other. We really grew up together working with
specialists to figure out why Abby’s seizures were so hard to
control and why her respiratory issues were so significant. Mom has asthma so she was very competent In
recognizing the respiratory issues and caring for
Abby. Mom quickly became the expert about every aspect
of Abby’s care. I feel like our roles reversed as I went from
expert to team member and mom became the expert and
team leader. It’s hard not to know the answers as a doctor
but once you realize how much you can learn from the
families you open up so many opportunities. We were partners and I helped wherever I could navigate the subspecialty care, school and community supports. Having a Care
Coordinator in the office made all the difference in
supporting Misty and Bo.

 Can you speak to how the roles shifted again as Abby
grew?
Because Misty is such an expert and an advocate for Abigail
she has been able to teach Abby strategies for understanding her health challenges and advocating for herself.
I engage more with Abby alone as the last few years have
gone by. I try to focus on regular teen issues like friends,
school work , relationships and conflicts with her mom
and dad. Misty has been more and more accepting of Abby
and me having a separate relationship. Now Abby comes in
with her own med lists and note books with questions.
I’d like to think I have helped Misty and Bo deal with the
challenges of letting a teen with complex health issues
gain some independence. A big challenge for Abby and her
family as she has gotten older has been dealing with
cognitive differences in Abby that cause attention issues,
anxiety and social challenges.

Continued on page 14
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Partnership in Practice…. Continued

Families Having Children with
Special Health Care Needs

from page 13
I would say it’s these issues that Abby is most concerned
about and helping her find the right supports to navigate
these challenges has been a big shift for all of us in the last
few years. I’m actually trying to have Abby learn to
advocate for herself with her peers by explaining to them
how her brain works and how she might respond to
situations. She’s really not on board with that yet!

NH Family Voices, at the request of the Bureau for Family
Centered Services, has put a dedicated e-mail into place to
receive your concerns regarding supplies, supports, etc.
related to COVID-19 for your child with special health care
needs. We will be working with the Bureau for Family
Centered Services to develop a Frequently Asked
Questions (FAQ) and resource page for families that will
be posted on NH.gov.

I think of the tremendous leap of faith it took for Misty to
leave Abby to participate in learning collaborative trips, to
use her voice for all families … and how allowing others to
provide for Abby’s care paved the way for Abby taking on
some of it herself…

Please e-mail us at:
covid19@nhfv.org
To share your questions and concerns

 Two things you wish all parents of youth knew/or would
do to support their youth's development of skills managing
their health?

This is not intended to replace information and guidance
available at CDC.gov or NH.gov

1) I think this is for all adolescents, that parents need to
let them talk to the doctor alone for part of every
visit. The child and their doc need to establish a relationship that grows into the teen years where they can talk to
them honestly and openly. I have teen boys who come in
and their mom won’t leave the room. It’s crazy! When
parents do leave the room teens do talk and ask questions
about their concerns and most are pretty honest about
how everything is going.
2) Its important to know what your kids health concerns
are or their priorities because they could be very different
from yours.
Two things you wish youth knew/or would do?
1) It’s Ok to ask your parents to leave the room and give
you space to talk about your health.
2) It’s important to know your medical diagnoses and the
medicines you take- even if you just keep a list in your
phone or a paper you bring to your appointments

It’s humbling to see what it
takes to raise a child with
Special Health care needs
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Online Subscription
NHFV and PIC are 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 webpage pdf 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 alternative and feel free to switch to the web page newsletter.
This is easy to do, just follow these steps!
 Go to www.nhfv.org and click on Membership.
 Fill out the form as if you were a new member (please include address
information).
 Add nhfamilyvoices@nhfv.org to your email safe senders list, address book
or contact list so that an email notice of a new newsletter is not blocked or
filtered into your spam folder.
This free resource is intended for sharing so please continue to “Pass It On” to
friends, family and professionals you think might find it useful.

Title V Needs Assessment
NH Family Voices recently conducted a series of focus groups with families as
part of the Title V Maternal and Child Health Block Grant five year needs
assessment. We are grateful to all of the family members who generously
gave their time and shared their experiences regarding services for their child
or youth with special needs.
There were many memorable
quotes, but one that struck us all
was a response to whether the
system was easy for families to
navigate.
"There is a lot of turnover. You
always have to ask someone else.
You have to ask the right question
on the right day, with your leg in the
air, and a glass of wine."
Clearly, there is work to be done to
make the system easy to use for
families!
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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
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