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What Families of Children with Disabilities Need to Know about Pharmacy Services 

 

Medication administration is the single largest factor in preventable hospitalization.  Families 

need to make sure medication is given at the right time, in the right dose, and via the right route 

(for example oral, injected, topical application.)   

 

Tools to help Families 
 

Organizing medicines can be challenging, especially for parents of children with complex needs.  

There are online tools and apps. that list the name of the medicine, what it looks like, which 

condition it treats, and the time and amount given – all on the same page.  There is even a wallet 

size option so families can have the list on hand at all times, such as when they are out.  Lastly, 

there is a checklist for filling a pill organizer.  There are also printable forms that parents can fill 

out if they prefer paper copies to apps. or being online.   See Resources below for some of these 

tools. 

 

Issues that Affect Access to Medication 

 

Medicaid 30 day supply limit: Families need to know that they can refill prescriptions up to 3 

days in advance, which also helps when months are 31 days.  In addition, emergency 

preparedness advice for natural disasters recommends having an extra week’s supply.  For 

Medicaid, parents can refill several months in a row using the “3 day ahead” rule so they have a 

safety net.   

 

Medicaid as secondary to private insurance: “Coordination of benefits” means that private and 

sometimes Medicare are billed first, then Medicaid.  Families should make sure all of their 

insurance is billed to reduce costs and should not agree to pay if other insurance is responsible 

for the copay.  Sometimes there are billing errors and pharmacies may tell families that they 

must agree to the co-pay (for expensive medications the co-pay can be hundreds of dollars) 

before they can obtain medicine.  This is another reason to order 3 days ahead because if this 

happens families have time to appeal by first calling their HMO.  Then if needed parents can call 

the Medicaid hotline at (800)356-1561.  If the problem is still unresolved, families can contact 

the Medical Assistance Consumer Center (see 

www.state.nj.us/humanservices/dmahs/info/resources/macc/.)  As a last resort after all of these 

steps, families can use the Medicaid problem reporting form at 

www.spannj.org/Medicaid_problem_form.pdf.   

 

Medicaid out-of-state authorization doesn’t include pharmacy: Sometimes families have to go to 

a children’s hospital outside of New Jersey.  Even if parents have an “out-of-state” authorization, 

this doesn’t include medication that may not be in the hospital’s “formulary” which the child 

needs while hospitalized.  Some families have to use a pharmacy near the hospital, but they 

should save receipts because they can be reimbursed later by contacting their prescription plan 

under Medicaid. 

 

 

http://www.spanadvocacy.org/
http://www.state.nj.us/humanservices/dmahs/info/resources/macc/
http://www.spannj.org/Medicaid_problem_form.pdf


Dual Eligibles: Some people with disabilities may be eligible for both Medicaid and Medicare.  

Although there are Special Needs Plans (SNPs) for this population, it is important for families to 

check if all of the child’s medications are listed in the SNP formulary (the prescriptions that are 

included in the plan.)  It may be better for some individuals to keep both Medicaid and Medicare 

as separate plans if there is better coverage than a SNP. 

 

Compounding and Specialty Pharmacy: Some prescriptions must be made on “compounding” 

facilities which may not be easy to find, so families should ask for a recommendation from the 

hospital or health care provider.  Some facilities do not accept all insurance, however.  One 

solution is to ask the hospital for an emergency supply and then have the hospital pharmacy relay 

the formula to the local pharmacy if they agree.   

 

Special Circumstances around home delivery and storage: If a child has frequent 

hospitalizations, families may worry that medicines will be delivered when they’re not home.  

Parents can ask their local pharmacy if the medication can be delivered to the pharmacy for 

pickup.  This is especially important if the medication must be refrigerated.  Also, if the family 

doesn’t have an emergency generator in a power shortage, they may be able to arrange ahead of 

time for the medication to be stored at their local fire department until power is restored.   

 

Inability to pay for medicines: Some families may be uninsured or underinsured and have 

financial problems paying for medications.  There are prescription assistance programs available 

to help families (see Resources.)  It is very important not to skip or reduce dosages to try to 

“spread out” a medicine, because it won’t work as well, if at all. 

 

Families of children with special health care needs should know that although there may be some 

barriers to getting medication, there are resources to help their child get prescriptions.  This will 

reduce some of the stress on parents, and keep their child with a disability healthier. 

 

Resources: 

 

MyMedSchedule (online/app.) 

www.mymedschedule.com/ 

 

My Medicine Record free printable form 

www.fda.gov/downloads/AboutFDA/ReportsManualsForms/Forms/UCM095018.pdf 

 

Medical Prescription Tips for families 

www.fv-ncfpp.org/files/5813/0593/6859/Prescip_Tips.pdf 

 

Help paying for prescriptions  

-Partnership for Prescription Assistance 

www.pparx.org/prescription_assistance_programs 

Spanish www.pparx.org/es/prescription_assistance_programs_es 

 

-Pfizer Pathways (formerly Pfizer Helpful Answers-includes non-Pfizer medications)  

www.pfizerrxpathways.com/en/?step=1 

Spanish www.pfizerrxpathways.com/es/?step=1 

 

 

To empower families and inform and involve professionals and others interested in the healthy development 

and education of children, to enable all children to become fully participating and contributing members of 

our communities and society. 
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