
Examples of how MCH Block Grant Support for Family WRAP Helps Families of CSHCN 
 
The Family WRAP (Wisdom, Resources, Advocacy, and Parent to Parent Support) project funded by the 
NJ Department of Health with support from the Maternal and Child Health Block Grant has a significant 
positive impact on families throughout its three components: Family Voices, Parent to Parent, and 
Project CARE, supporting Family Resource Specialists at the county SCHS Case Management Units.  I will 
use a few vignettes to demonstrate how each of these components contributes to the six core outcomes 
for children and youth with special health care needs in our state. 
 
Family Voices 
 
The Family Voices Coordinator, Lauren Agoratus, provides significant support to families around the six 
core outcomes, with a special focus on adequate public and private financing and access to community 
based services organized for easy use.  The following brief stories show how. 
 
(1) A parent called regarding insurance denial and early intervention.  Lauren provided the parent with 

information on the insurance appeal process.  She also connected the family to their local SCHS 
CMU and shared information on how to apply for the Catastrophic Illness in Children Relief Fund. 

(2) A parent called regarding Family Care coverage in a divorce situation.  The father has custody yet NJ 
Family Care wouldn’t talk to him even though he faxed them a copy of the court order. Then he 
received a call from NJ Family Care terminating coverage.  Lauren provided him with information on 
the county BOSS system, Medicaid hotline, and the Medical Assistance Consumer Centers, and told 
him to call back if he was unsuccessful in getting his issues resolved to complete the Medicaid 
problem reporting form for additional follow up. 

(3) A parent initially called with a DDD question.  Lauren shared information on the transition of 
children with developmental disabilities to the Department of Children and Families and gave the 
parent the information on PerformCare.  She also gave the parent information on SCHS CMU.  She 
also discussed school issues with the parent, including the parent’s concerns about the fact that 
restraints were being used on her child.  She connected the parent to Parent to Parent for emotional 
support.  Finally, the parent raised concerns about her child’s nutrition and lack of exercise, so 
Lauren shared Bright Futures information. 

(4) A Social Worker from NY Presbyterian Hosp. called regarding private insurance for nursing and 
durable medical equipment.  Lauren shared information on how there are no caps under healthcare 
reform, and, as the baby was still in the hospital, gave her info on how to help the family get 
SSI/Medicaid, and down the road HCBS.  She also shared information on SCHS and Catastrophic 
Illness in Children Relief Fund.  

 
NJ Statewide Parent to Parent 
 
This story is from one of our bilingual Regional Parent to Parent coordinators, which shows how families 
who are provided with support can become supports for others. 
 
“Earlier this month I attended a community parent group meeting in Passaic County, where several of 
the families that attended the meeting were Hispanic. During the meeting I spoke about the P2P 
Program.  Mrs. E. was at the meeting, and at the end she approached me and shared her personal story 
of having a disability herself due to a stroke she had 7 years ago; she has been in a wheel chair for most 
of those years. Thanks to her perseverance and her positive attitude, she regained mobility and has a 
normal life now. Mrs. E is a recent immigrant who speaks Spanish but has trouble reading it after her 



stroke, and is learning English.  Mrs. E has three children; two of them have emotional disabilities and 
mental health issues. I told Mrs. E about P2P, and immediately she told me that she wanted to give back 
to the community and that she wanted to become a Support Parent.  This week I had a meeting with 
Mrs. E again to trainer her. I brought the manual in Spanish, and through the training I noticed that she 
wanted to read out loud, so we took turns reading though the manual. Mrs. E did a beautiful job reading 
the material with me. She realized she could do it. Mrs. E felt very confident that she could read fluently 
in Spanish again, and at the same time she became a Support Parent.” 
 
Family Resource Specialists 
 
These five vignettes contain information on the many ways that Family Resource Specialists assist 
families to achieve the six core outcomes for their children with special healthcare needs.  The first is 
from Monmouth County. 
 
“One of the families I am currently supporting is a single dad and his fourteen year old son.  Dad is on 
SSI, and he is not able to read or comprehend any of the documents sent home from school.  When I 
received the initial call Dad said he wanted to file for mediation because he was not in agreement with 
the IEP.  I met with dad and we went over the IEP in place, and he didn’t understand many of the 
standard requirements in the document, and had many questions and reservations about the vocational 
program at the high school. His son had just completed eighth grade and would be transitioning to high 
school in September.  Dad felt much better after our meeting, and asked me to meet with his case 
manager to address his concerns.  He had a difficult time keeping track of the issues he wanted to 
discuss, so we made up an outline and checklist for the meeting. At the meeting with the case manager 
we addressed all of his concerns in a letter to the IEP team at the high school, and requested a meeting 
in the beginning of the school year to add his concerns to the IEP.  During the meeting with the case 
manager dad mentioned that his son really loves the computer, and that he hoped that his son could 
spend more time on the computer at school since they do not have a computer at home and could not 
afford to buy one.  I contacted a local family support organization and discussed the situation with them, 
and they were able to provide the family with a home computer.  Dad had a neighbor help set up the 
computer, and we asked the school for educational websites so the son could access them at home.  
Dad said he is very happy having the computer at home.  After several telephone discussions with dad, I 
had a list of many items that needed to be addressed at the IEP meeting.  After about the third or fourth 
call dad mentioned an operation his son had at birth, and for Physical Education and in general I felt the 
school needed to be aware that he could not receive a blow to his mid-section, he had been previously 
been in the emergency room because of an injury in the area.  His son missed all of the trips in the 
middle school because dad did not understand the permission slips and felt that his son would be 
unsupported and in danger if he attended the trips of the surgery.  This is important as dodge ball is 
frequently played in PE, and could injure the same area.  His son has chewing issues where he will hide 
when choking, so staff needs to be aware to watch him when he is eating.  He also has severe heat 
intolerance, another situation that has caused emergency hospitalization.  His asthma medication must 
be supervised.  Dad is not capable of taking notes, so it is important that he has consistency in his 
support because every time we spoke another concern would come up and be added to the list of issues 
that need to be discussed. At the start of the school year I accompanied dad to a meeting to meet the 
IEP team at the high school.  We asked for a classroom observation as well, but the team wanted that to 
be on a different day. Because his son is fourteen, I brought up to the team that we need to start talking 
about transition. Dad was insistent that academics and not vocational were the priority, but they do not 
start a vocational program until age sixteen so he would be working on academics and some life skills to 
help him prepare for the vocational program.  The class would have cooking safety and other life skills, 



but the majority of the day is focused on academics.  The team wanted to have a separate meeting for 
transition, but I thought it important to discuss motivators to help the son in his class and interests for 
possible transition opportunities.  Football games and class trips came up, but dad said his son would 
love to go but it is not in their budget because of the fixed income.  The school nurse assured the dad 
that they have a club that raises money to provide scholarships for the trips, that he should not just send 
the permission slip blank because they could not afford the trip and she would see to it that the son 
could participate. She is also going to approach the coach for football passes so they can come and enjoy 
home football games and other sports at the school and be a part of the school community.  Our next 
meeting will be to discuss the classroom observation and go over the report from the neurologist. We 
may request evaluations as it has been a couple of years since the last evaluation by a school district.  
Dad is happy so far with the high school program, but he will continue to need ongoing support. He has 
had bad experiences with teams in other districts in the past, and is hesitant to meet school 
representatives without support he can trust.  He needs someone to take the time to go over every part 
of the IEP, and someone that understands the programs and special education law so that his rights will 
be respected and upheld.  Dad has been overwhelming in his thanks and praise for the help and support 
that I and others at SPAN have given him, and feels that SPAN is largely responsible for insuring that his 
son is receiving an appropriate program.” 
 
The second example is from Sussex County. 
 
“The Case Manager at the SCHS (Sussex) referred to the SFRS a mother who has an eighteen year old 
young lady who has multiple disabilities and in the stage of transition to adult life.   The mother was 
looking for advice and orientation on how she can prepare for the IEP meeting. Also, the mother wanted 
to know what related services she can request in the IEP meeting and if the services that her daughter 
was receiving are appropriate according to her age and disabilities.  The mother stated that since the 
school district brought her daughter back into the district, her progress has stopped and her services 
have been cut. The mother was not clear about the amount of services her daughter was receiving. The 
SFRS explained to the mother that she needs to understand what services, accommodations, and 
modifications her daughter should be receiving and that is very important to know the transition plan 
that her daughter is receiving. The SFRS suggested to the mother to send the SFRS the IEP and the 
evaluations for review in order to be able to provide better advice regarding missing services or what 
other services can be added to the IEP.  The SFRS shared with the mother a template letter requesting 
FBA and other different documents related to FBA and Transition to adult life. The mother requested 
additional explanation regarding the transition information. Also, she mentioned that she is more 
interested in related services as OT, PT or Social Skills. The SFRS explained to the mother that transition 
to adult life is an essential component of the IEP and is as important as the therapies that she requesting 
for her daughter at this moment. The SFRS presented different points of view in how her daughter can 
benefit in the future with a transition plan to independent adult life according to her needs. After 
reviewing the IEP and other documents, the SFRS called the mother and went through every document 
with her. SFRS also explained what the mother will need to support her concerns and requests. The SFRS 
suggested the mother to request in writing a FBA, OT and a speech evaluation. Also, the SFRS advised 
the mother that the Transition goals and the related services are not clear in the IEP. The SFRS 
recommended services and accommodations that she can request in accordance to the different 
assessments reviewed.  The mother stated that she felt intimidated by the social worker when she 
requested in writing the additional services. The SFRS suggested to the mother to continue to advocate 
for her daughter and not to feel intimidated by the school staff since they have to comply with the 
special education law.  The SFRS recommended the mother to bring an agenda to the meeting and 
follow the agenda to keep control of the time and all the points of interest to discuss. Also, the SFRS 



reminded the mother that SPAN Organization exists to provide the most updated information regarding 
Special Education Law and to train and support parents to advocate for their children.  A few days later 
the mother called the SFRS to update her on the IEP meeting and questions related to the PLAAFP 
before agreeing or disagreeing with the recent IEP. The mother was confused with the PLAAFP in the 
IEP. The SFRS advised the mother that none of her daughter’s assessments or evaluations are 
mentioned in the PLAAFP. The SFRS shared with the mother different documents about PLAAFP. The 
SFRS explained to the mother what is the purpose of the PLAAFP and why is important to develop a 
good PLAAFP. The mother was very happy how she managed all the questions and pressure from the 
school staff during the IEP meeting. The mother informed that the school accepted the FBA, OT 
Evaluation, Speech Evaluation and added more goals to the social skills. Also, the mother stated that 
when discussing the transition goals she was very confident to show them that the goals were too 
generic and needed to be more specific according to her daughter needs. The school asked if she could 
suggest some goals to add to the IEP. The mother expressed gratitude for all the services she received in 
the preparation for her daughter IEP. She felt this was the first time she will be signing an IEP document 
knowing what she is doing, what elements she can agree or disagree. Also she is very grateful to have 
received an explanation in the importance to develop a complete transition plan and the different areas 
to cover to see her daughter independent in the future. The mother understood what the PLAAFP needs 
to address in order to achieve and justify any goal, modifications and accommodations that her 
daughter might need.  Working with this family was a very rewarding and unique experience because I 
was working with an eighteen year old young adult who was not receiving the FAPE.  Through 
information, advice and shared experiences from the SFRS, SCHS and SPAN office, the mother learned 
the negative impact that her daughter might face in the future without a complete transition plan. Also, 
the mother learned how to advocate for her daughter, take control and play an active role as a part of 
the team developing de educational plan of her daughter. Day by day I am more convinced that SPAN is 
making a difference in the life of many families in New Jersey and that without the intervention and 
services of SPAN and SCHS this could not have been possible.” 
 
The third example is from Bergen County and is in the words of S.C., a parent in Woodcliff Lake: 
 
“I called dozens of state, county and local agencies seeking guidance and support regarding my 
daughter’s recent disabling illness. Rarely, if ever, did I receive return calls. When I did, I was told there 
wasn’t much that could be done to accommodate her, and that there are simply “gaps” in our 
healthcare and social services systems.  When I reached your Family Resource Specialist, things changed. 
You opened my eyes to help that could be provided by my daughter’s school, via an IEP and/or 504 plan. 
You carefully and thoroughly guided me through the process of accessing these services for her, by 
sending a certified letter to the school and securing letters from my daughter’s doctors to document her 
needs. You have been there for us every step of the way. Your knowledge about how to navigate 
education and health systems has been priceless to us, and I cannot thank you enough. Without your 
guidance, my daughter would not be able to make it through her day.”  Today, S.C.’s daughter is doing 
well – and her mother has learned valuable lessons in how to partner with her child’s education and 
health professions.  And, in the future, if she needs additional help, SPAN’s network of Family Resource 
Specialists around the state will be there to provide it! 
 
The fourth example is from Salem:  An African-American mother of a 4 year old boy with diagnosis of 
Asthma was referred to the FRS by the case manager. When the FRS contacted the mother, she stated 
that in addition to being on medication for Asthma and seasonal allergies, her son also experiences 
seizures whenever he has a high fever. She further stated that her son was hospitalized and so was 
unable to attend school for a few days last fall/winter. She also told the FRS that despite providing the 



doctor’s note for all the absences (except for 2 days when she had to keep him home to prevent him 
from falling sick during inclement weather) her son was expelled from preschool for frequent absences. 
She also stated that she just received a phone call from the preschool asking her not to send her son to 
school from the following day but did not receive any letter to that extent.  The mother was concerned 
that her child has been out of school for more than 3 months and said that when she tried to talk to the 
principal of the preschool, she was told that she had to wait to re-enroll her son for the 2013-2014 year. 
The FRS explained the importance of maintaining and/or receiving documentation in writing and the 
need for follow-up. She gave her a copy of the “Right to Special Education in NJ” and explained about 
Free and Appropriate Public Education (FAPE), and Individual Health Plans (IHP). She also told her that 
according to the NJ Special Education Code: “Children with disabilities may never be suspended or 
expelled from preschool” and assisted her to write a letter quoting the information above and 
requesting that her child be allowed to go back to school. The mother was very thankful and told me 
that she would provide an update upon receiving a response from the school or contact me if she needs 
further assistance. 
 
The fifth and final example comes from Middlesex County and demonstrates the close collaboration 
between, and combined value of, the SCHS CMUs and FRSs.  The referral came to the FRS from the Case 
Management Unit. The Case Manager explained that the parents spoke only Spanish and she needed to 
convey information to the family regarding the Doctor’s letter they had received and wanted to be 
certain they understood the next steps and also wanted to know if they needed any additional supports. 
The FRS made the call with the case manager but the parents preferred coming to the office as they 
wanted to be able to both listen to the information. The child just got diagnosed with a hearing loss at 
the age of 9 and the parents were extremely upset as they have been taking him at a young age for 
hearing tests and he passed them each time. The parents shared this information about the hearing loss 
now explained why he has been struggling with school and was only responsive if he heard you on the 
right side of the ear. The parents were very emotional and felt an extreme amount of guilt as they felt 
responsible for their child’s hearing loss.  Both the FRS and the case manager assured them they did 
everything right and the case manager shared she has a hearing loss as well and was detected later in 
her childhood. She also expressed that children have the ability to mask or think that is the normal way 
to hear. The positive aspect is he has hearing in one ear and there are options for him. The FRS and Case 
Manager thoroughly explained the doctor’s recommendations - a CROS (contralateral routing of signals) 
aids for total deafness in one ear, in which a microphone is placed on the deaf side and transmits sounds 
by radio signals to the good side or a cochlear implant as another option - and the FRS wrote out the 
recommendations in the family’s native language so they had it in writing.  The in person meeting made 
a world of difference as the FRS and Case Manager were able to offer them emotional support as this 
information was difficult to process. The support that was extremely invaluable and the parents were 
extremely grateful that the FRS and case manager took the time to sit with them and not rush them 
through the visit. Although the case manager was not bilingual the family shared they could see her 
compassion for them.  Additional resources were also given - Guía para padres sobre la genética y la 
pérdida auditiva (brochure) Guide for parents with genetic and hearing loss, Family Wrap brochure 
where the FRS highlighted her dual role on the project as the Family Resource Specialist and Parent to 
Parent Support. She also added them to her list serve to inform them of the next Early Hearing 
Detection and Intervention bi annual conference, another collaboration with the NJ DOH.  The FRS and 
Case manager since then followed up with the family and the child has adapted to the device and is 
doing very well especially in school.  
 
 


