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My Child is a monthly newsletter offering information 
and resources. It is published through the Access 
Family Support Health Information Center. The health 
information center is a collaboration between Family 
Support Network™ of the Greater Triangle, an affiliate 
of Family Support Network™ of North Carolina, and 
Family Resource Center South Atlantic Family to 
Family Health Information Center. 

My Child is currently seeking parents of children/youth 

with special health needs to share their stories of 

challenges, tears, and triumphs. We can share your story 

anonymously and/or help you craft your story if you want! 

Please send all inquiries to hic@frcsa.org. Put “Health 

Information Center” as the subject line. 

mailto:hic@frcsa.org
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Safe Toys and Gifts Month 

Many holidays and festivals are celebrated by families worldwide during December. From 

Hanukkah celebrated this year from November 28th to December 6th, Kwanza celebrated from 

December 26th to January 1st, to Christmas celebrated on December 24th and 25th, there are 

many opportunities for families to get together and exchange gifts. 

With December being designated as safe toys and gifts month, it is important to keep in mind 

qualities that can make toys unsafe when you are holiday shopping for the children and youth 

in your life.   

What makes a toy unsafe? 

• Small parts on a toy, or those that come in board games is a choking hazard for children 

who are prone to putting things in their mouth 

• Balloons used as decorations can be choking and suffocation hazards 

• Plastic packaging from toys can also lead to suffocation  

• Long cords or strings from a toy can lead to accidental strangulation  

• Loud toys can lead to hearing damage in children, if used for prolonged periods of time  
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How do you make sure toys are safe? 

As you are shopping for gifts and toys this holiday season, make sure you carefully examine any 
labels on a toy or board game. Be on the lookout any age recommendations on toys, any parts 
that can become choking hazards, or have any of the unsafe qualities listed above.  

Make sure to also: 

• Supervise your child when they are playing with toys 
o Make sure your child is using a product how it is intended  
o If your child is gifted a bike or scooter, make sure that they follow the appropriate 

safety measures such as wearing a helmet and knee/elbow pads to prevent injury  

• Make sure to throw away any plastic packaging that comes with the toys 

• Only allow your child to play with toys that are appropriate for their age 

You can also visit https://www.safekids.org/2021-product-recalls to view a current list of recalled 
items related to children.   
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Source: https://covid19.ncdhhs.gov/about-covid-19/latest-updates  

 

 

 

 

 

 

  

October 30 

NCDHHS partnered with four Latin American sports figures to increase awareness of wearing 
a mask to slow the spread of COVID-19. 

October 28 

As North Carolinians look towards the holidays and begin to plan celebratory gatherings, the 
North Carolina Department of Health and Human Services launches a new advertisement as 
part of the statewide "Whatever Your Reason" campaign. This newest television commercial 
reminds everyone the decision to wear a mask is not about “who you know, or how well you 
know them.” 

November 19 

The Centers for Disease Control and Prevention recommends anyone 18 years or older who 
received the Pfizer or Moderna COVID-19 vaccine get a booster six months after their second 
dose to help strengthen and extend protections against COVID-19. This comes after the Food 
and Drug Administration authorized the boosters for such use today.  

The Johnson & Johnson COVID-19 booster was made available in late October and is 
recommended for individuals ages 18 and older who were vaccinated with the Johnson & 
Johnson vaccine at least two months ago. 

November 12 

NCDHHS has partnered with community groups to create nine walk-in Family Vaccination 

Sites across the state to help families get vaccinated against COVID-19. 

 

https://covid19.ncdhhs.gov/about-covid-19/latest-updates
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International Day of Persons with Disabilities (IDPD) 

December 3 is International Day of Persons with Disabilities (IDPD), and on this Day WHO 
(World Health Organization) joins other partners around the world to celebrate a day for all. 

More than 1 billion people experience disability, and this figure is predicted to rise, due in part 
to population ageing and an increase in the prevalence of noncommunicable diseases.  
Despite this, few countries have adequate mechanisms in place to respond fully to the health 
priorities and requirements of persons with disabilities.  

While disability correlates with disadvantage, not all people with disabilities are equally 
disadvantaged. Much depends on the context in which they live, and whether they have 
equal access to health, education and employment, among others.  

As governments and the international community continue to battle the COVID-19 pandemic, 
and chart a course forward, it is essential that disability inclusion is central to health system 
planning, development, and decision making.  Strong, effective health systems support 
robust health emergencies management.    

WHO is committed to supporting Member States and development partners to fulfil their 
commitment to leave no one behind, by addressing disability inclusion in the health sector, 
including as part of their efforts to end the COVID-19 pandemic. 

Key messages  

• Many of us will experience disability in our lifetime, particularly as we grow older  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Source: https://www.who.int/news-room/events/detail/2021/12/03/default-

calendar/international-day-of-persons-with-disabilities-2021  

 

https://www.who.int/news-room/events/detail/2021/12/03/default-calendar/international-day-of-persons-with-disabilities-2021
https://www.who.int/news-room/events/detail/2021/12/03/default-calendar/international-day-of-persons-with-disabilities-2021
https://www.who.int/news-room/events/detail/2021/12/03/default-calendar/international-day-of-persons-with-disabilities-2021
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• WHO commits to supporting countries to realize a world where health systems are 
inclusive and persons with disabilities can attain their highest possible standard of 
health.  

• COVID-19 has resulted in further disadvantage and increased vulnerability for many 
persons with disabilities due to barriers in the health and social sectors, including 
discriminatory attitudes and inaccessible infrastructure. 

• Building back better requires persons with disabilities to be central to health sector 
decision making, to ensure barriers are addressed in an inclusive and timely way. 

• Disability inclusion in the health sector is not only the right thing to do, but also the 
smart thing to do, as it directly contributes to the achievement of broader global and 
national health priorities.  

Disability and Health 

Key facts 

• Over 1 billion people live with some form of disability. 

• The number of people with disability are dramatically increasing. This is due to 
demographic trends and increases in chronic health conditions, among other causes. 

• Almost everyone is likely to experience some form of disability – temporary or 
permanent – at some point in life. 

• People with disability are disproportionately affected during the COVID-19 pandemic. 

• When people with disability access health care, they often experience stigma and 
discrimination, and receive poor quality services. 

• There is an urgent need to scale up disability inclusion in all levels of the health system, 
particularly primary health care. 

Overview 

Disability refers to the interaction between individuals with a health condition (e.g., cerebral 
palsy, Down syndrome and depression) and personal and environmental factors (e.g., 
negative attitudes, inaccessible transportation and public buildings, and limited social 
supports). 

 

 

 

 

 

 

 

 

  

Source: https://www.who.int/news-room/events/detail/2021/12/03/default-

calendar/international-day-of-persons-with-disabilities-2021 

 

https://www.who.int/news-room/events/detail/2021/12/03/default-calendar/international-day-of-persons-with-disabilities-2021
https://www.who.int/news-room/events/detail/2021/12/03/default-calendar/international-day-of-persons-with-disabilities-2021
https://www.who.int/news-room/events/detail/2021/12/03/default-calendar/international-day-of-persons-with-disabilities-2021
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Over 1 billion people are estimated to experience disability. This corresponds to about 15% of 
the world's population, with up to 190 million (3.8%) people aged 15 years and older having 
significant difficulties in functioning, often requiring health care services. The number of people 
experiencing disability is increasing due to a rise in chronic health conditions and population 
ageing. Disability is a human rights issue, with people with disability being subject to multiple 
violations of their rights, including acts of violence, abuse, prejudice and disrespect because of 
their disability, which intersects with other forms of discrimination based on age and gender, 
among other factors. People with disability also face barriers, stigmatization and discrimination 
when accessing health and health-related services and strategies. Disability is a development 
priority because of its higher prevalence in lower-income countries and because disability and 
poverty reinforce and perpetuate one another. 

Disability is extremely diverse. While some health conditions associated with disability result in 
poor health and extensive health care needs, others do not. However, all people with disability 
have the same general health care needs as everyone else, and therefore need access to 
mainstream health care services. Article 25 of the UN Convention on the Rights of Persons with 
Disabilities (CRPD) reinforces the right of persons with disability to attain the highest standard 
of health, without discrimination. However, the reality is that few countries provide adequate 
quality services for people with disability. 

Barriers to healthcare 

People with disability encounter a range of barriers when they attempt to access health care 
including: 

Attitudinal barriers 

• People with disability commonly report experiences of prejudice, stigma and 
discrimination by health service providers and other staff at health facilities. 

• Many service providers have limited knowledge and understanding of the rights of 
people with disability and their health needs and have inadequate training and 
professional development about disability. 

• Many health services do not have policies in place to accommodate the needs of people 
with disability. Such policies could include allowing longer and flexible appointment 
times, providing outreach services and reducing costs for people with disability. 

• Women with disability face particular barriers to sexual and reproductive health services 
and information. Health workers often make the inaccurate assumption that women with 
disability are asexual or are unfit to be mothers. 

• People with disability are rarely asked for their opinion or involved in decision-making 
about the provision of health services to people with disability. 

Physical barriers 

• Health services and activities are often located far away from where most people live or 
in an area not serviced by accessible transport options. 

 

 

  

Source: https://www.who.int/news-room/fact-sheets/detail/disability-and-health  

 

https://www.who.int/news-room/fact-sheets/detail/disability-and-health
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• Stairs at the entrance to buildings or services and activities located on floors which do not 
elevator access are inaccessible. 

• Inaccessible toilets, passages, doorways and rooms that do not accommodate 
wheelchair users, or are difficult to navigate for people with mobility impairments, are 
common. 

• Fixed-height furniture, including examination beds and chairs, can be difficult for people 
with disability to use. 

• Health facilities and other venues for activities are often poorly lit, do not have clear 
signage, or are laid out in a confusing way that makes it hard for people to find their way 
around. 

Communication barriers 

• A key barrier to health services for people who have a hearing impairment is the limited 
availability of written material or sign language interpreters at health services. 

• Health information or prescriptions may not be provided in accessible formats, including 
Braille or large print, which presents a barrier for people with vision impairment. 

• Health information may be presented in complicated ways or use a lot of jargon. Making 
health information available in easy-to-follow formats – including plain language and 
pictures or other visual cues – can make it easier for people with cognitive impairments to 
follow. 

Financial barriers 

• Over half of all people with disability in low-income countries cannot afford proper health 
care. 

• Many people with disability also report being unable to afford the costs associated with 
travelling to a health service and paying for medicine, let alone the cost of paying to see 
a health service provider. 

Disability inclusion in the health sector 

Disability is often not perceived as a health issue. Therefore, action is not taken towards 
disability inclusion in the health sector, which is also often overlooked in national disability 
strategies and action plans to implement and monitor the CRPD. 

Attaining the highest possible standard of health and well-being for all will only be possible if 
governments understand the need for a paradigm shift, recognizing that the global health goals 
can only be achieved when disability inclusion is intrinsic to health sector priorities, including: 

• universal health coverage without financial hardship 

• protection during health emergencies 

• access to cross-sectorial public health interventions, such as water, sanitation and 
hygiene services 

 

 

  

Source: https://www.who.int/news-room/fact-sheets/detail/disability-and-health  

 

 

https://www.who.int/news-room/fact-sheets/detail/disability-and-health
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Disability inclusion is critical to achieving universal health coverage without financial 
hardship, because persons with disabilities are: 

• three times more likely to be denied health care 

• four times more likely to be treated badly in the health care system 

• 50% more likely to suffer catastrophic health expenditure. 

Disability inclusion is critical to achieving better protection from health emergencies, 
because persons with disabilities are disproportionately affected by COVID-19, including: 

• directly due to increased risk of infection and barriers in accessing healthcare 

• indirectly due to restrictions to reduce spread of virus (e.g., disruptions in support 
services). 

Disability inclusion is critical to achieving better health and well-being, because persons 
with disabilities are: 

• 4–10 times more likely to experience violence 

• at higher risk of nonfatal injury from road traffic crashes. 

Children with disabilities are: 

• three times more likely to experience sexual abuse 

• two times more likely to be malnourished. 

 

 

  

Source: https://www.who.int/news-room/fact-sheets/detail/disability-and-health  

  

 

https://www.who.int/news-room/fact-sheets/detail/disability-and-health
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Sign up here! https://docs.google.com/forms/d/e/1FAIpQLSfxzNMxlBkgQCiQ8BZL3I-

kRU760OWdL-12pmbieVI-w_1vJg/viewform 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

https://docs.google.com/forms/d/e/1FAIpQLSfxzNMxlBkgQCiQ8BZL3I-kRU760OWdL-12pmbieVI-w_1vJg/viewform
https://docs.google.com/forms/d/e/1FAIpQLSfxzNMxlBkgQCiQ8BZL3I-kRU760OWdL-12pmbieVI-w_1vJg/viewform
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Maly Alcantar is the mother of 5 children, 4 of Maly’s children have a special healthcare 

need. In this story, Maly focuses on her middle child, Max, aged 7, who has had a plethora of 

special healthcare needs since he was just two months old.  

At 2 months old, Max was hospitalized 3 times because of pneumonia. While he was 

hospitalized, Max suffered from a severe allergic reaction that doctors initially misdiagnosed 

as measles. After Max was transferred to a different hospital, it was found that Max was 

allergic to Acetaminophen, commonly known as Tylenol.  

In 2016, just a day before his birthday, Max was diagnosed with severe autism. After Max’s 

diagnosis, Maly did everything in her power to get Max ABA therapy. Because of Maly’s 

unwillingness to wait, she was able to get him enrolled in ABA therapy relatively quickly. 

Max’s aggressive behaviors, which he dealt with by fighting with his little brother to the point 

of drawing blood, lessened as he participated in ABA therapy. The change has been so 

drastic that people who knew Max before ABA therapy don’t believe its him. Maly now says 

that Max is the most popular kid, he is constantly getting student of the month at school and 

is very loved by everyone he meets.  

After Max was able to receive all the services he needed, Maly started to feel bad as she 

began to process and accept little by little everything that was happening. Maly became 

depressed for about a year. She didn’t want to go out, because she knew that doing so 

meant that she had to constantly apologize for Max’s behavior and give people explanations 

as to what was ‘wrong’ with her kid even when she didn’t understand it completely herself. 
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Maly started having many questions, but not a lot of answers. She started to research all 

her questions, and as she did, Maly started to look at the world from Max’s perspective and 

looked at how he processed things.  

Autism affects the whole family. Maly says that the most difficult part of having a child with 

special healthcare needs is going out. New places with strange noises are hard for Max to 

process; it gives him anxiety, which in turn gives Maly anxiety.  

The most satisfying part of raising a child with special healthcare needs, according to Maly, 

is being able to see her son’s eyes shine each day with happiness and honesty- something 

that inspires her and the rest of her family each day.  

Maly wanted to become a lawyer, but in the end couldn’t. Because of her children’s 

diagnoses Maly has experienced many injustices and has seen many problems with 

different systems. Even though she was not able to become a lawyer she has been put in a 

position where she is able to advocate for Max, and the rest of her children’s, rights. 

Because of this, Maly has a desire to help other people. She knows firsthand what it’s like 

and knows that a lot of mothers, and families are living through similar situations. 

Maly firmly believes that if in each home there was a child with special healthcare needs, 

the world would be a much better place, one with more understanding and honesty. 

Maly says that, “Children with special healthcare needs are perfect, they’re honest, they 

teach you a new way of thinking, they help you realize new things.”  She always tells her 

children, that you can be anything you want in the world and their favorite quote is “In a 

world where you can be anything, be kind”. 
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The Importance of the Family Voice 

As a family member, it is important that your voice is heard at the table whenever anything 
having to do with services for children with disabilities is being discussed. Families are the 
experts on their children, and they know what works and what doesn’t work in terms of 
services for their son or daughter. Family engagement and participation in decision-making is 
critical when it comes to improving early childhood programs and achieving better child and 
family outcomes. It is also important that the family voice is representative of the family’s 
culture as it pertains to the child’s needs. 

What does it mean to be a “stakeholder”? 

A stakeholder is a person who is affected by and cares about how decisions and policies are 
made. Families are critical when it comes to decisions related to their children’s education and 
special education services. 

• Stakeholders may include: 

• Family members 

• State agency staff 

• Local administrative and leadership staff 

• Legislators 

 

Reprinted with permission from PACER Center, Minneapolis, MN, (952) 838-9000. 

www.pacer.org. All rights reserved. 
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Stakeholders play a role in setting state and local program policy and determining budgets 

at the state and local level. They need to hear from families so they can consider those 

views when policies, priorities and budgets are being set. This is a process called “shared 

decision-making” that allows for many voices to be heard before decisions are made. 

One way that families can influence decisions is to be prepared to tell your family story. 

Being able to convey experiences through a brief presentation at a school board meeting, 

legislative committee hearing, or other public forum helps inform policy makers and gives 

them a true understanding of how what they do affects families. Policy makers and school 

officials will remember personal stories longer than facts and figures. 

Opportunities for involvement 

At the school district or local level, there are many ways that you, as a parent, can be 

involved. These include: 

• Special Education Advisory Councils (SEACs) (50 percent of members must be 

parents) 

• Early Childhood Family Education (ECFE) Advisory Committees 

• Head Start Parent Advisory Boards 

• Preschool or Child Care Center Advisory Boards 

At the regional level, parents can be part of the decision-making around how to find families 

whose children may be eligible for early childhood special education services (ECSE) and 

how to help families and other professionals become aware of Help Me Grow. 

• Regional Interagency Intervention Committees (IEICs) (must include parent 

representatives) 

 

Reprinted with permission from PACER Center, Minneapolis, MN, (952) 838-9000. 

www.pacer.org. All rights reserved. 
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https://us02web.zoom.us/meeting/register/tZwrf-iqqTkvEt2AFrrOR6ZaRjq_Vo8QdedJ
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Events 
 

 

 

 

 

 
Camp Royall 

Registration open Dec. 15- Jan15  

Camp Royall Registration is Open: Camp Royall’s year-round and summer camp programs are 

currently open for registration. Year-round program registration is open until December 15, 

while summer camp registration is open until January 15.  

Learn more about Camp Royall here. 

 

 

 

 

 

Diet & Nutrition: How to Eat Well with MS (and Actually Enjoy It) 

Jan. 4, 2022                8:00 pm - 9:00 pm ET  Free, Online 

There are many myths and hypotheses about the effects of food on MS. If you are setting a goal to 

eat well in the new year, join this webinar to learn the latest about nutrition for MS. You will learn 

about the research, recommendations, and ideas for meals that are delicious and good for you. 

Click HERE to register.  

Statewide 

Statewide 

https://www.autismsociety-nc.org/camp-royall/
https://register.gotowebinar.com/register/783388159303976206
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Self Advocate Series: Session #4: The Valuable Principle: Policy and Social Change 
Advocacy 

 

Wednesday, January 5, 2022       1:00 pm - 2:00 pm   Online 

 

Policy experts will relate the Valuable Principle to building and maintaining relationships with NC 
legislators and policymakers. Presenters (names removed) will balance training, knowledge sharing, 
and attendee participation for approaching decision-makers. 

 

Register here. 

 
 
 

 

Western NC Brain Injury Support Network Asheville, NC 

 

January 19, 2022     Time: 4-5pm                         In-person 

 

This group meets on the 1st and 3rd  Wednesday from 4:00 p.m. to 5:00 p.m. in the CarePartners 
Health Services Family Conference Room. Contact Karen Keating (828) 337-0208 
karen.keating@bianc.net for more information. 

Statewide 

Western NC 

https://www.zoomgov.com/meeting/register/vJIscuqrrDsuGN3k_af5atQmWswSGLh0uhs
mailto:karen.keating@bianc.net
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Organization: Access Family Support Health Information 

Center 

 

About: A free family led information and referral source for 

families of and professionals who work with children and 

youth with special health care needs and disabilities. For 

more information on various resources and training on 

navigating the health care system and other related systems, 

please email hic@frcsa.org or call 1-800-852-0042.  

Website: https://frcsa.org/ 

Organization: Welcome Home Angel 
 
About: Welcome Home Angel is a non-profit 
organization that brings joy and comfort to 
children and their families. They target children 
with chronic and physically debilitating illness or 
injury, ages 4 through 21, who live in the 
Wilmington region. They provide a makeover of 
the child’s bedroom creating a healthy and 
cheerful environment in which to live and 
recover. 

Phone: (910) 679-6901 

Email: info@welcomehomeangel.com  

 

Website: https://welcomehomeangel.com/ 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Resources 

mailto:hic@frcsa.org
tel:800.852.0042
mailto:info@welcomehomeangel.com
https://welcomehomeangel.com/
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Organization: Passage Home 

About: Trauma and toxic stress in children 
experiencing homelessness can result in 
neural changes that play a role in poor lifetime 
health as well as economic and social 
outcomes. Lack of early identification and 
intervention that builds resilience and mitigates 
trauma decreases their ability to thrive. To 
counter the impact of homelessness, Passage 
Home created REACH, serving Wake county. 

 

Website: https://www.passagehome.org/ 

Email: info@passagehome.org 

Phone: (919) 834-0666 ext. 264 

  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

  

This project is supported by the Health Resources and Services Administration (HRSA) of the U.S. 

Department of Health and Human Services (HHS) under grant number H84MC31691. This information or 

content and conclusions are those of the author and should not be construed as the official position or policy 

of, nor should any endorsements be inferred by HRSA, HHS or the U.S. Government. 

 

Organization: Triangle Native American 
Society 
 
About: Triangle Native American Society 
(TNAS) was founded in 1984 to provide 
assistance and support for Native Americans in 
the Triangle and surrounding area, and was 
incorporated as a non-profit tax-exempt 
organization in 1985. 
 
Fill out a contact form here. 

Email: contact@trianglenative.org 

Website:  https://www.trianglenative.org/ 

https://www.passagehome.org/
mailto:info@passagehome.org
https://www.trianglenative.org/contact-us
https://iffgd.org/contact-us/
https://www.trianglenative.org/

