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WINTER 2019

Empowering and informing families and professionals caring for children with  
special health care needs and disabilities from birth to adulthood for over 20 years.

Inside this issue:

(800) 852-3345 x4525 (In NH) or (603) 271-4525
nhfamilyvoices@nhfv.org                                                        

Charlie Beswick is from the UK. 
She is the mom of twins Oliver and 
Harry, who are 13 years old. Harry 
was born with a rare craniofacial 
condition, Goldenhar syndrome, 
which means that he has no eye, eye 
socket, nostril, ear and a short jaw. 
He is also non-verbal, has a global 
learning delay, and Autism. Charlie 
is the author of a book and a blog 
called Our Altered Life, where she 
reflects on her family’s experiences 
in such a real and relatable way, we 
just had to interview her to learn 
more and share her perspective with 
our New Hampshire families and 

professionals!

NHFV: Can you tell our readers a little about Golenhar syndrome? What medical 
issues do people affected by Goldenhar disease experience?

Charlie: Goldenhar syndrome is rare congenital (from birth) craniofacial syndrome 
which typically affects the development of children’s eyes, ears and nostrils. Some 

children also have issues with their mouth and sometimes their spine. It’s not believed to 
be caused genetically and one theory is that the blood supply to the fetus was interrupted 
between 6-12 weeks which in turn, affected the development at that stage (this is just my 
understanding). For many children, they will have just one aspect of their face affected. For 
my son Harry, he is closer to the severe end of the spectrum and was born without an eye, 
eye socket, ear, nostril and a short jaw on his left-hand side. 

Interview with the author of “Our Altered Life” 
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Charlie Beswick talks about the unexpected after giving birth 
to her son with Goldenhar Syndrome.

continued on page 7
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WIC has a new app that saves time and makes shopping 
easy! Just follow these steps;

1. Install WICshopper from your app 
store.

2. Select New Hampshire as your 
WIC Agency.

3. Register using the 16-digit 
number on your WIC Card.

4. Your available benefits will display 
each time you use the app.

5. Scan product bar code while you 
shop to check eligibility!

6. Select your favorite store and 
view WIC approved items 
available.

Learn more at EBTshopper.com

Atech Services annouces closing

ATECH Services announced that they will be winding down operations this 
winter and officially closing on February 28, 2019. Assistive technology services provided by ATECH will transition to other 
providers in the Granite State on March 1, 2019.

Jon Eriquezzo, Director of ATECH Services said in a letter, “We are extraordinarily proud of the incredible work our staff has 
done these past 10 years and our decision to close has nothing to do with their efforts. Simply put, the reimbursement rates 
for ATECH were not nearly enough to sustain it. I can personally assure you that we worked tirelessly to find a way for ATECH 
to be sustainable, from developing new efficiencies to exploring potential mergers with other tech companies. We’d also like 
to thank officials from the Department of Health and Human Services for working closely with us during this process.”

Eriquezzo assures clients that because the state is mandated to provide these services, they will not be going away. 

“Over the course of this process, ATECH will work with clients, DHHS staff, and the State’s two Medicaid Managed Care 
Organizations (MCOs), New Hampshire Healthy Families and Well Sense Health Plan, to ensure this transition is as successful 
as possible. I can assure you that this is our primary goal these next few months”, said Eriquezzo.

Clients who are scheduled to receive initial assistive technology assessments from ATECH will be contacted by the 
Department or their respective MCO to proactively make arrangements for any necessary consultations in advance of the 
scheduled transition on March 1, 2019.

For more information, please call one of the numbers below depending on your insurance carrier:
• New Hampshire Healthy Families - 603.263.7232
• Well Sense - 877.957.1300
• NH Medicaid (and other insurance) - 603.271.9384

The Refurbished Equipment Marketplace (shoprem.com) will continue to operate, providing low-cost, high-quality 
refurbished medical equipment and assistive technology. No other Crotched Mountain services (e.g., Ready Set Connect) are 
affected by the transition. ATECH customers are encouraged to call 603.226.2900 with any questions.

Services will continue through other providers

WIC shopping made easy with 
new smartphone app

Starting March 1st 
Sign up now at 
whim4wellness@gmail.
com

Join us for an ongoing 
nutrition/fitness journey!
 
The Wheelchair Health 
In Motion (WHIM) team 
brings you the Fit for Wellness Series, Part 1, which 
includes the use of a self-reporting tool (My Fitness Pal) in 
unison with group support through weekly video calls.
 
The Wheelchair Health In Motion (WHIM) team also 
offers weekly in person classes in Concord, Portsouth, 
Laconia, Goffstown, and Manchester. Check out their 
website for more information at www.sheinh.org.
 

Wheelchair Health In Motion 
offers Fit for Wellness Series

http://www.EBTshopper.com
http://www.sheinh.org
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Effective, January 15, 2019, GSK 
announced the availability of an 
authorized generic of Ventolin 
HFA (albuterol sulfate) inhalation 
aerosol. 

The authorized generic contains 
the same medicine, with the 
same instructions for use as Ven-
tolin HFA and potentially a lower 
cost alternative to the patient, 
depending on a patient’s insur-
ance coverage.

This generic may especially benefit cash paying patients and those covered by 
high-deductible health plans, who are often responsible for the full retail price of 
their prescription medicines.

In addition to continuing to make the brand available, GSK will work with insur-
ers and pharmacy benefit managers to maintain Ventolin HFA’s strong access and 
affordability. For those patients without insurance and who qualify, direct patient 
support to obtain Ventolin HFA is available through the Patient Assistance Program.

About Ventolin HFA
Ventolin HFA is a short-acting beta agonist, commonly referred to as a rescue or 
reliever medicine and is indicated for treatment or prevention of bronchospasm 
in patients 4 years and older with reversible obstructive airway disease bron-
chospasm (please refer to the full prescribing information for additional detail). 
Short-acting beta agonists are a commonly prescribed medicine with over 70 
million units of albuterol sulfate dispensed each year in the United States. Through 
rapid airway expansion, albuterol sulfate can provide quick relief and enable easier 
breathing for individuals in respiratory distress.

Please contact the GSK Response Center at 888-825-5249 with any questions 
regarding Ventolin.

GSK announces availability of generic inhaler
Ventolin HFA (albuterol sulfate) inhalation aerosol

Pass It On is a free quarterly 
newsletter for parents of children 
with special health care needs 
and the professionals that sup-
port 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 publica-
tions mentioned are for informa-
tional purposes only and do not 
imply endorsement by NHDHHS 
or Special Medical Services. The 
NH Department of Health and 
Human Services does not discrim-
inate 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 per-
sonal 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 ma-
terial may carry other copyrights 
as well (noted where appropri-
ate) and cannot be reprinted.

For correspondence:
New Hampshire Family Voices
129 Pleasant St. Thayer Bldg.

Concord, NH 03301
(603) 271-4653 

nhfamilyvoices@nhfv.org
www.nhfv.org

Making art accesible at the Currier Museum

Making Art Accessible is a multimedia studio art class designed for teens and 
adults with cognitive challenges.  We will first be inspired by works from the 
Currier Museum of Art permanent collection.  Led by an Art Center instructor, we 
will then create our own art works out of clay, paint, collage, and more.  Each four 
week session will be held at the Currier Art Center at 180 Pearl Street.  Caregivers 
are welcome to attend.
 
The cost of this program is $85.  If you would like to schedule a class or have any 
questions, please contact Corie Lyford, Outreach Coordinator at (603)669-6144 
x170 or clyford@currier.org.
 
To learn more about the Currier’s commitment to accessibility, visit http://currier.
org/visit/accessibility/

mailto:nhfamilyvoices%40nhfv.org?subject=Newsletter%20inquiry
http://www.nhfv.org
http://currier.org/visit/accessibility/
http://currier.org/visit/accessibility/
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Medical Home: Partnership in Practice
The 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. 

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? This is the first of a series of interviews to appear in our newsletter where 
we’ve asked families and providers to share their perspective. 

Casey Bolton: A Parent’s Perspective
Our son Parker was born with a critical congenital heart defect (CCHD).  As a result, he has 
needed multiple open-heart surgeries since birth with ongoing procedures, tests and close 
follow up at two different Children’s Hospital’s in two different states.  In May of 2018, Parker 
had a heart transplant at Boston Children’s and in the time since we’ve made it back home, 
he has resumed home schooling and is doing extremely well. 

As a parent, the path of understanding where Parker has been in terms of overall health 
and choosing the best course of action, with a focus always on his quality of life, has been 
a daunting task.  At any point in time there could be 4-6 doctors, plus lab technicians, plus 
insurance contacts, and multiple pharmacies due to the complexity of prescriptions.  

The ability to work within a medical home model has helped us manage all the various 
sources of information, and in turn can share details with the various medical teams as 
needed.  As an example, one of the things we used to find ourselves doing was explaining 
Parker’s status over and over, visit after visit, because of the many different medical 
professionals we encounter.  The medical home approach coordinates the sharing of 
information ahead of our visits, reducing the amount of background info we have to provide 
to each specialist. This approach allows us to be more involved in the process and as a result, 
it also reduces the amount of appointments we have. 

Another bonus is that this allows Parker to be more engaged during his appointment. We 
don’t spend time reciting the same details, especially since some details we haven’t always 
wanted to share in front of him. It makes the appointment more fun for Parker and more 
relaxing for us as his parents. 

One of the 
things we 

used to find 
ourselves doing 
was explaining 

Parker’s status 
over and over, 

visit after visit, 
because of the 
many different 

medical 
professionals 
we encounter.   

The medical 
home approach 

coordinates 
the sharing of 

information 
ahead of our 

visits, reducing 
the amount of 

background 
info we have 
to provide to 

each specialist. 
This approach 

allows us to be 
more involved 
in the process 

and as a result, 
it also reduces 

the amount of 
appointments we 

have.” 
 

Casey Bolton, 
Pittsfield, NH 



5

Engage, Express, Empower:  
Becoming Your Best Self!
A mini-conference for youth with disabilities and special 
healthcare needs. 

Saturday, March 30, 2019 from 9:30 AM to 3:00 PM 
NH Audubon McLane Center,  84 Silk Farm Rd Concord, 
NH

Join other young people ages 14-26 from around  
New Hampshire to learn about advocacy, relationships, 
and much more! 

Register at https://conta.cc/2DWj6lU
To learn more about the YEAH Council, visit YEAHnh.org

Erik Shessler, MD: A Pediatrician’s Perspective
When I read the definition of a Medical Home I always 
think to myself, “isn’t this what all good primary care 
offices should do?” Great communication and collaboration 
between patients and families and the primary care office 
is paramount to high-quality patient and family-centered 
care and really that’s what we should all be striving for as 
a medical office. It’s what I would wish for all patients and 
families. 

The only two groups of people that really know everything 
that’s going on with a given patient and family is the 
individual family and their primary care office. It’s that 
partnership that’s at the center of the medical home 
concept.  

As we involve more specialists, hospitals, insurance 
companies, and community resources, all of which are 
important components of good care, things can get very 
complicated. A primary care office committed to being 
a high-quality medical home has identified tried, tested 
and true methods of organizing the chaos and focusing 
everything back to good care for the patient and family.    
These other entities appropriately are often focused on 
their specific piece of the puzzle, for example a cardiologist 
is focused on the heart concerns or a physical therapist 
the muscular issues. The primary care medical home can 
put all the pieces together and be focused on the whole 
patient and family. This is really more than just the doctor. It 
involves great nursing care, support staff, care coordination 
and patients and families themselves all working together 
as a healthcare team.  

For a kiddo such as Parker who has complex healthcare 
needs, having an established medical home model allows 
me and the care team I work with to ensure we have all 
the necessary information needed to help Parker and his 
family.  It allows his parents to contact us with questions 
and if we can’t directly help, we know how to facilitate her 
request. We can keep as much of his care local as possible, 
keeping him and his family in the environment that is most 
comfortable and supportive for them.  

Each child and family is unique. It’s the medical home 
model that helps us best meet each family’s needs and help 
them achieve their personal health goals.  Luckily when 
it comes down to it, it’s also more fun and rewarding for 
medical professionals too. 

“When I read the 
definition of a 
Medical Home I 
always think to 
myself - isn’t this 
what all good  
primary care offices 
should do?  

Erik Shessler, MD 

Our most recognized resource 
is hot off the presses! This 132 
page family resource guide for 
families who have children with 
special healthcare needs and/
or disabilities takes the reader 
from birth through adulthood 
with listings of state health 
and human services agencies, 
educational resources, private 
associations and organizations 
that serve people with physical, 
developmental, mental health 
and chronic health conditions and their families.

This guide includes listings of organizations and services that 
can be accessed by all state residents, such as housing, child-
care, etc. It also includes tips on “getting the answers to your 
questions” and “information you should always have at your 
fingertips” along this journey.

Visit www.nhfv.org to order your hard copy of Manuvering 
Through the Maze 2019 (a $15 donation to cover printing 
costs is recommended) or download the book for free!

The Maze 2019:  
A Comprehensive Resource Guide

https://conta.cc/2DWj6lU 
http://www.yeahnh.org
http://www.nhfv.org
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Search thousands of 
books by subject

Add the book you like 
to your cart and fill out 

the delivery form

Our lending library has thousands of books for all ages and stages!
Ten Thank-You Letters (In braille and text)

By Daniel Kirk
Beautiful Boy 
By David Sheff 

Understanding Your Special Needs  
Grandchild By Clare B. Jones PhD

Books will be delivered 
to home with a prepaid 

postage envelope for 
you to return them

Give us a call at 603-271-4525 or search our catalog by subject online at 
NHFV.org/how-we-can-help/lending-library/. Books are sent free of charge 

through the mail with a postage paid return envelope. 

This is a text and braille book for young 
readers. Pig is writing a thank-you note 
to his grandma when his friend Rabbit 
comes over to play. Eager to get in on 
the action, Rabbit writes one of his own 
. . . and another . . . and another . . . un-
til his flurry of thank-you notes has Pig in 
a tizzy. Pig just wants to finish writing his 
note in peace! Fortunately, Rabbit’s last 
thank-you note reminds Pig how lucky 
he is to have Rabbit as a friend.

A father’s journey through his son’s 
addiction and now a Major Motion Pic-
ture. What had happened to my beau-
tiful boy? To our family? What did I do 
wrong? Those are the wrenching ques-
tions that haunted David Sheff’s journey 
through his son Nic’s addiction to drugs 
and tentative steps toward recovery. 
His preoccupation with Nic became an 
addiction in itself. As a journalist, he 
researched every treatment that might 
save his son. And refused to give up.

This book offers grandparents valuable 
information to help them realize the 
important role they play in the lives of 
their grandchild, giving advice on how 
they can offer support to better their 
grandchild’s self-esteem and quality of 
life in school, at home, and with others. 
Conditions such as learning disabilities, 
ADHD, ASD, Tourette’s, emotional and 
behavioral challenges and more are 
discussed.

http://NHFV.org/how-we-can-help/lending-library/
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NHFV: What are their interests and passions currently?
Charlie: Oliver is massively into fitness and would love to compete in bodybuilder 
competitions in the future. He works out almost every day and has a personal 
trainer to guide him. He’s really dedicated and I am super proud of him as for 
years, he really wasn’t interested in health and fitness at all. Harry loves YouTube, 
playing instruments (mainly the piano and drums) and is currently absolutely 
fascinated by portable lights.

NHFV: Do your sons know of your work within schools talking to other children 
about differences?  How do they feel about it?  Do they ever go with you and 
participate in the discussions?
Charlie: My boys are fully aware of what I talk about. Oliver’s school even invited 
me in and I delivered my presentation to his grade. He says he’s really proud of 
the work I am doing and knows that ultimately it will help Harry as well as us as 
his family if people are more understanding and accepting. Due to Harrys autism, 
he isn’t as aware that I am talking about him in schools but I do explain it to him. I 
think a common misconception with children who have limited speech is that they 
don’t understand what you are saying and so I do tell him about my aims, goals 
and how it’s all going.  

NHFV: The title of your blog and book, Our Altered Life, struck a chord with our 
staff because several of us have come to believe that we all lead altered lives 
-  rarely does a life go as planned.  The birth of twins - instead of just one child, 
becoming a single parent, are other examples of “altered lives”.  How are you or 
will you prepare your sons to understand the phenomenon of altered lives? 

Charlie: I tend to give a running commentary on our lives - the things that go well 
and more importantly, the things that don’t. I think the very best way we can 
prepare our children to deal with change is to model what coping looks like and 
to show them that while disappointment, annoyance, or impatience are natural, 
ultimately they don’t help and often, things have a way of working out exactly as 
they should be. For me it’s about them knowing that the scenic route can be just 
as beautiful and often leads to much better adventures and to have faith that they 
can get through anything! 

NHFV: We love your blog post on why you need to let Harry struggle. As parents 
of children with special needs, we so need to hear this. How do you handle it 
when others don’t share this perspective? When they don’t see the value in the 
struggle, the potential for growth in our kids? 

Charlie: It’s hard because caring for children like ours is such a passionate and 
emotive role that if others don’t share my perspective, it doesn’t phase me. When 
I see Harry doing things on his own it makes me realize just how capable he is and 
I think if parents could take a step back and see how a little struggle can go a long 
way, it’s a huge incentive. Don’t get me wrong, I find it hard, but it’s necessary.  

NHFV: We also love your honesty about how hard it is to push your son to spread 
his wings (when he says he isn’t excited to go, and you just wants to wrap him 
in your arms and keep him home). What advice might you give a parent who 
cannot imagine being able to do so? 

Charlie: Ah! It’s heartbreaking and heartwarming in equal measure. I think my 
advice would be to start with a day or a weekend somewhere if and when its 
offered and to build up to time away. Our children are far more resilient than we 
give them credit for and I know that it’s easy to hold Harry back because I find it 
difficult but that’s not fair to him. As soon as they have accomplished one thing 

Interview with Charlie Beswick continued from page 1

Organizations Supporting  
Golenhar Syndrome:

Changing Faces 
www.changingfaces.org.uk
info@changingfaces.org.uk

Children’s Craniofacial Association 
13140 Coit Road Suite 517  
Dallas, TX 75240  
Toll-free: 800-535-3643  
Telephone: 214-570-9099  
Fax: 214-570-8811  
contactCCA@ccakids.com 
www.ccakids.com

FACES: The National Craniofacial Assoc.
PO Box 11082  
Chattanooga, TN 37401 
Toll-free: 800-332-2373  
Telephone: 423-266-1632  
faces@faces-cranio.org 
www.faces-cranio.org

World Craniofacial Foundation 
P.O. Box 515838  
Dallas, TX 75251-5838 
Toll-free: 800-533-3315  
Telephone: 972-566-6669  
Fax: 972-566-3850  
info@worldcf.org 
www.worldcf.org

Charlie’s book is now available 
through our lending library. 
Reserve your copy today!

continued on page 10

https://www.changingfaces.org.uk
mailto:info%40changingfaces.org.uk?subject=
mailto:mailto:%20contactCCA%40ccakids.com%20?subject=
http://www.ccakids.com/
mailto:mailto:%20faces%40faces-cranio.org?subject=
http://www.faces-cranio.org/ 
mailto:mailto:%20info%40worldcf.org%20%20?subject=
http://www.worldcf.org/ 
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NH SUMMER CAMPS
for children with disabilities and special healthcare needs and their families too!

Zebra Crossings Summer Programs
Zebra Crossings offers several summer programs that serve children with chronic medical conditions and their families. Zebra 
Crossings’ programs are supported by trained medical profes-
sionals who donate their time generously. For more infor-
mation on this and other programs call 603-312-2052, email 
info@zebra-crossings.org or visit their website at www.
zebra-crossings.org.

Camp Spinnaker for Youth with Asthma 
August 18-23, 2019 in Tuftonboro, NH
A one week overnight camp program for youth ages 8-12. On-
site support and oversight by our medical staff available. For 
more information about Camp Spinnaker, visit zebra-cross-
ings.org/event/camp-spinnaker-for-ages-8-12-asthma/

Camp Blue Sky Families of children with Down syndrome
April 13-14, 2019 in Tuftonboro, NH
A weekend retreat launched in 2011 to provide families who have a child with Down syndrome with a supportive community. 
Call Zebra Crossings for more information 603-312-2052 or visit zebra-crossings.org/wp-content/uploads/2017/04/ZC-
2019-Camp-Blue-Sky-Flyer.pdf

Heart Family Camp for families of children with congenital heart defects
June 7-9, 2019 in Greenfield, NH
Launched in April 2016, this weekend retreat provides a supportive community and a variety of activities for families 
of children (ages 2-12) with congenital heart defects. View the program flyer at zebra-crossings.org/wp-content/up-
loads/2017/12/2018-Heart-Camp-Flyer.pdf

CLOVES Family Camp
July 26-28 , 2019 in Greenfield, NH
Weekend retreat for people with CLOVES and their families to provide a supportive community and networking opportunities 
for others with CLOVES. Visit www.zebra-crossings.org/wp-content/uploads/2018/03/CLOVESFamilyCamp.pdf.

Camp Winning Spirit
Croydon, NH 
A long weekend where children impacted by pediatric cancer and their families can 
create lasting memories and just have fun! Kids get to try new things offered by the 
camp and its caring staff. Families have time together and find support from friend 
new and old. This annual event is a collaboration between the Childhood Cancer 
Lifeline and YMCA Camp Coniston. Camp Winning Spirit and all of its lodging, food 
and activities are free of charge to registered families. For more information visit 
www.childhoodcancerlifeline.org/camp.htm

mailto:%20mailto:%20info%40zebra-crossings.org?subject=
mailto:%20mailto:%20info%40zebra-crossings.org?subject=
http://www.zebra-crossings.org
http://www.zebra-crossings.org
https://www.zebra-crossings.org/event/camp-spinnaker-for-ages-8-12-asthma/ 
https://www.zebra-crossings.org/event/camp-spinnaker-for-ages-8-12-asthma/ 
https://www.zebra-crossings.org/wp-content/uploads/2017/12/2018-Heart-Camp-Flyer.pdf 
https://www.zebra-crossings.org/wp-content/uploads/2017/12/2018-Heart-Camp-Flyer.pdf 
http://www.zebra-crossings.org/wp-content/uploads/2018/03/CLOVESFamilyCamp.pdf
http://www.childhoodcancerlifeline.org/camp.htm
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NH SUMMER CAMPS
for children with disabilities and special healthcare needs and their families too!

Wediko Summer Program 
July 5 - August 18, 2019
A 45-day residential treatment program 
serving boys and girls ages 9-19 with 
social, emotional and behavioral chal-
lenges. At the Wediko Summer Program, 
children discover and develop strengths, 
interests, and hidden talents. They expe-
rience healthy challenges and surmount 
them with the help of a professional 
clinical staff and college aged camp 
counselors- challenges like swimming to 
the dock, riding a mountain bike to the 
top of a hill, and making a new friend. 
Through these successes, children devel-
op mastery and self-esteem, which are 

Camp Starfish Programs
Rindge, NH
Starfish was designed, created, and 
structured to provide a safe, fun and 
skill-building therapeutic camp expe-
rience to children who, for whatever 
reason(s), are unable to find success in 
more traditional environments. Many 
campers who attend Starfish have 
been asked to leave other summer or 
extra-curricular programs because the 
staff ratio, structure or program expec-
tations did not set their children for 
success. Some have never tried camp or 
spent any time away from home. Some, 
though not all, of our campers have 
been diagnosed with one or more of 
the following: anxiety, ADHD, learning 
disabilities (including NVLD), autism, 
Asperger’s, PDD, oppositional defiance, 
anger problems, sensory processing/ in-
tegration disorder, depression, bipolar, 
inflexible explosivity, reactive attach-
ment, and other extra needs.

There are many overnight and day camp 
programs available for children ages 
7-17. Some have a 1:1 or 1:2 camper 
to counselor ratio. Camp Starfish also 
offers 1-week-or-less specialty camps 
that include siblings or are designed for 
young first-time campers. Their Camp 
Havvago is a 5-day “try it” camp for 
children on the Autism Spectrum, in 
collaboration with the Autism Resource 
Center of Central MA. For more infor-
mation visit campstarfish.org

Adam’s Camp
Lincoln, NH
Adam’s camp offers intensive therapy-fo-
cused and therapy-on-the-go programs 
that are ideal for families with a child 
that is working towards developmental 
milestones, siblings wanting a camp ex-
perience of their own, and want respite 
in a relaxed setting, allowing for quality 
time with one another and as a family. 
Many of the programs offered include 
daily therapy based on individualized 
treatment plans and fun activities such 
as canoeing, therapeutic horseback 
riding, swimming and an indoor climbing 
wall, where each child is supported by a 
therapist. For more information adams-
campnewengland.org

Easter Seals Camp Sno Mo
Gilmanton Iron Works, NH
Easterseals NH and the Daniel Webster 
Council, Boy Scouts of America work to-
gether at this nationally-recognized, resi-
dential camp program, sponsored by the 
New Hampshire Snowmobile Association 
to create a life-changing experience for 
campers. Children and young adults with 
disabilities and special needs, ages 11-
21, can inclusively participate alongside 
Boy Scouts in a wide variety of activities 
including water sports, team sports, hik-
ing, archery, a ropes course and crafts. 
Camps run for week long sessions from 
June through August. For more informa-
tion visit easterseals.com/nh/

Camp Inter-Actions
Kingston, NH
Camp Inter-Actions is a traditional 
summer camp for boys and girls ages 
8-15, who are blind or visually impaired. 
Through challenging and rewarding 

experiences, the campers will make new 
friends, learn new skills, gain self-con-
fidence, and develop independence. 
All program activities are designed in a 
safe and fun environment for children 
who are blind or visually impaired with 
a camper to counselor ratio of 3:1. Ses-
sions are one, two, or three weeks and 
run from July 21 – August 10. For more 
information visit inter-actions.org

New England Hemophilia Association 
Family Camp
Moultonborough, NH
The New England Hemophilia Associa-
tion offers a Family Camp program to 
anyone with a bleeding disorder who 
receives care in one of the six New 
England states. Now serving 77 fami-
lies (300+ individuals) annually, Camp 
has earned support from many of the 
providers of our local Hemophilia Treat-
ment Centers. Registration for this camp 
opens in February 2019. For more infor-
mation, email NEHA’s Camp Director at: 
hcase@nehemophilia.org.

the building blocks of a future oriented 
child; one who is inspired to turn dreams 
into reality. For more information visit 
http://www.wediko.org/our-services/
wediko-summer-program/admissions

http://www.campstarfish.org 
http://www.adamscampnewengland.org 
http://www.adamscampnewengland.org 
http://www.easterseals.com/nh/ 
http://www.inter-actions.org 
mailto:mailto:%20hcase%40nehemophilia.org?subject=
http://www.wediko.org/our-services/wediko-summer-program/admissions
http://www.wediko.org/our-services/wediko-summer-program/admissions
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and you have all lived to tell the tale, then the rest feels 
so much easier. Having said that, I have already warned 
Andrew (my fiancé) that I will take to my bed the day Harry 
lives in assisted accommodation as the thought breaks my 
heart so I need to work more on that in the future.  

As a sibling, what has Oliver’s experience been like? What 
challenges does he have to navigate? What strengths have 
emerged based on his sibling experience?

Oliver has had to share me more than most siblings do. He 
has had anxiety for most of his life and becomes incredibly 
angry and protective when Harry gets the usual stares and 
reactions from others.  He’s had to grow up quicker than his 
peers but that means he has incredible maturity, emotional 
intelligence, and compassion. He’s a truly wonderful son and 
brother and I make sure we have a day together during the 
school holidays so it’s just us and he has some quality time 
with me.

What resources do you recommend for families of children 
with craniofacial differences? Could you also tell us about 
any resources for children with craniofacial differences that 
you know of?

I really don’t think there are enough resources available at 
the moment. I would hope that my own book, Our Altered 
Life, is a great resource for parents. Changing Faces is a 
UK based charity which offers loads of information and 
downloadable sheets to read and work with. 

In addition to being a mum, you are a part-time teacher, 
author, blogger, and charity founder. How do you get all 
this done? Do you strike a balance between your personal 
needs, your family’s financial needs, and the needs of your 
children? Is there a balance?

Ha! Ha! Andrew (my fiancé) would tell you there is no 
balance. I absolutely love working and having projects to 
arrange and work on but it can leave me feeling pretty 
exhausted every now and then. Over the past few years, 
my work has been driven by my heart and my desire to 
help others but this has had a huge financial impact on us 
as a family so now I am approaching my ventures with a 
better business mindset so that I am helping others as well 
as providing for my family. As for the children, I make sure 
that I have time in the evenings with them and we have 
been fortunate enough to have some incredible experiences 
gifted to us as part of my blogging which has meant we’ve 
been able to make some great memories. 

In one of your posts, you talk about the hard decisions that 
need to be made as a parent of child with special needs. 
What decisions have you had to navigate recently? What 
have you learned about making tough decisions along the 
way?

Interview with Charlie Beswick continued from page 7

Harry’s operations are always a huge decision because 
they are not life or death situations and we are putting him 
through invasive procedures just to help him be accepted 
more. But I know that what we do today is to help his 
future, particularly when I’m no longer here (which terrifies 
me). Harry deserves to have the best chance at living a 
full life and so I keep that at the front of my mind when 
making decisions, but I have to be realistic about what each 
operation will achieve as to whether it’s worth it or not. In 
terms of what I’ve learnt, I know that we can only do what 
we think is best and that there are no guarantees. Trust your 
own instincts and make sure your decisions come from a 
place of love rather than fear and I don’t think you can do 
any more than that. 

We know that to remain strong for our kids, we need to 
take care of ourselves. What is your favorite method of 
self-care?

Honestly? Gin and Cheese! Following that, laughter with 
friends and family and escapism into a good book. Self-care 
is something I am working on because my children need me 
to be well both physically and mentally. 

Our sincere thanks to Charlie for sharing her story 
and perspective with our readers!

Check out Charlie’s blogs at  
www.OurAlteredLife.com and follow her journey 
with Harry and Oliver on Facebook, Twitter, You-
Tube, and Instagram @OurAlteredLife.

http://www.OurAlteredLife.com
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State and Federal education laws require states to conduct 
annual statewide assessments.  The Federal Elementary 
and Secondary Education Act, called the Every Student 
Succeeds Act (ESSA), requires the state to use the same 
academic assessments to measure the achievement of all 
public elementary and secondary school students in the 
state.  ESSA requires that the English language arts and 
mathematics assessments be given in each of the years, 
grades 3 through 8, and at least once in grades 9 through 
12 (NH administers the SAT to 11th graders to fulfill this 
requirement).  Additionally, students in grades 5, 8 and 11 
must take the statewide assessment for science.  

The statewide assessments are to be given to all children, 
including children with disabilities.  Children with disabilities 
may be given accommodations if needed to participate in 
the statewide assessment, and a small percentage may take 
an alternate assessment if needed to demonstrate their 
knowledge/skills.  These decisions are made by the child’s 
individualized education program (IEP) team, which includes 
the child’s parents. 

Last May, Governor Sununu signed a bill (HB 1744), which 
amended RSA 193-C:6, allowing any parent to exempt his/
her child from taking the statewide assessment without 
penalty.  During the time when the assessment is being 
administered, the student would instead participate in an 
appropriate alternative educational activity provided by 
the school, and mutually agreed upon by the parent and 
school district.  Additionally, the name of any parent or legal 
guardian and the reasons given by the parent/guardian for 
exempting the child may not be disclosed to the public.

The Statewide Assessment – Does Your Child’s Participation Matter?

Given the option to “opt out”, and knowing that few children 
or their parents love testing, why would a parent choose to 
have their child participate in the statewide assessment? 
There are several answers to that question.  First, the 
statewide assessment provides schools and school districts 
with valuable information about how well their students are 
performing. 

In addition to the results for the overall group of children in 
each school/grade, results for specific subgroups of children, 
including children with disabilities, limited English proficient 
children, students from racial and ethnic minority groups, 
and children from families with low socio-economic status 
are disaggregated and reported.  The results help schools 
and districts know what they are doing well, and where 
they may need to focus additional resources, or use some 
different approaches to meet the needs of all students, or 
of certain subgroups of students.  The US Department of 
Education has set a minimum 95% participation rate for 
the statewide assessment; when at least 95% of students 
participate, the data can be considered to be valid and 
reliable.  While parents and school districts will not be 
penalized for having a lower than 95% participation rate, 
there may be negative consequences for the State.

The statewide assessments are the only regularly conducted 
monitoring activity that lets schools know whether they are 
meeting the needs of children with disabilities and children 
in the other subgroups as well as they are meeting the 
needs of their overall student population.  This information 
is critical in identifying unmet needs, so that schools, school 
districts, parents and other key stakeholders can work 
together to address any areas in which students (all students 
or specific groups of students) are underperforming. This is 
one way that data is used to impact positive systems change 
within a school system.

On an individual child basis, each student’s assessment 
results inform the child’s teachers and parents about the 
academic areas in which the child is performing at grade 
level, and the areas where the child may need extra help 
in order to be successful.  For students with disabilities, 
the child’s performance on the statewide assessment is an 
additional piece of data that the child’s IEP team considers 
to help them understand the child’s needs, and make 
informed decisions about how to meet those needs. 

There are certainly going to be situations when a parent 
or legal guardian may decide that it is not in the child’s 
best interest to participate in the statewide assessment.  
However, to ensure that the decision to exempt a child from 
the statewide assessment is an informed decision, parents 
should also consider the benefits of participation.  

Written by Bonnie Dunham of The Parent Information 
Center of NH. For more information visit www.picnh.org

http://www.picnh.org 
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