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Family focus groups were conducted in-person in November and December 2014, with each focus group lasting 

approximately 90 minutes. The CCS Title V Stakeholder Family Survey and Focus Group subcommittee and the State 

CCS program provided input on where to conduct focus groups, and local family advocacy organizations recruited 

participants.  A total of three family focus groups were conducted with 26 participants including mothers, fathers, 

and a grandparent from LA, Shasta, Siskiyou, and Tehama counties.  

Qs. #1-2:  How well is CCS Meeting You/Your Child’s Need(s)? 
Positive Experiences and Comments –  
 Southern CA, 11/17/14 

 The application process was easy.  

 Everything [equipment] he ever asked for he got.  

 Therapists are knowledgeable and helpful.   

 (Staff member) at Kaiser and CCS has been phenomenal.  I know the system now; [there is] no 
duplication of services, and everyone has collaborated. 

 Northern CA, 12/10/14  

 Easy, convenient, accessible…All the necessary people are on hand and they set reminders so parents 
don’t forget [what they need to do and where they need to be]…they even make house calls.  CCS 
doesn’t feel like it’s broken.  

 …I called CCS in the morning and told them what [we needed] and before I got off work that day, they 
had a new [piece of equipment] for my son. It is the total opposite experience than what happens with 
MediCal.   

 Good experience with CCS over the years, just last week, showed how good the program is working…we 
had to use two emergency [diabetes] shots, one at school and one at home.  The next morning I was 
able to go back and get the emergency supplies refilled by CCS. With MediCal it would’ve taken a long 
time, but not with CCS…the CCS program is more proactive and MediCal is reactive.  

 When I call CCS, I call a person…the same person who understands my child’s condition…I don’t want to 
have to explain to [CCS] every single time I need something. The CCS worker knows my child. I avoid 
calling MediCal at all costs so that I don’t have to explain it over and over.  

 Bilingual parent consultant spoke on behalf of some of the families that weren’t able to participate.  
When families are undocumented and waiting for decisions on their immigration status, the only way 
for them to get services is through the emergency room.  If they have a CCS-eligible condition, they 
can receive services for their child’s condition; it has been a great relief for undocumented families.  

 We’ve made 19 trips to the Bay Area this year and without them at Siskiyou County they never 
would’ve made it…MediCal is denial after denial you call and never get a person on the phone. When 
you call CCS you can call and they are always there…they are a godsend and I am grateful. 

Challenges/Barriers 

 Frustration and anxiety with financial and medical eligibility 
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o A couple of weeks after application, I called and the only question asked of me was ‘how much 
money do you make?’  I had quit my job at the hospital to stay home with daughter and my husband 
is a police officer so they said we don’t qualify based on his salary. No one ever looked at my 
daughter or looked at her needs. We sought therapy locally but it [didn’t meet her needs] and it 
emptied our savings because it was our only option. No one at CCS cared about the actual child and 
her needs. All they cared about was what was in our bank account. I thought this has to be a 
mistake, where can I take her, who needs to look at her to see what her life is like and what her 
needs are.  (Northern CA, 12/10/14) 

 Dialogue between another parent participant and parent above: 
 Parent #1: Does your daughter have an EPSDT (Early Periodic Screening, Diagnosis, and 

Treatment)? 
 Parent #2: I was told you have to get MediCal and its income based. 
 Parent #1: This is the horror story!  EPSDT isn’t income based but nurses locally say that it 

is, and now waivers aren’t easy to get anymore…there’s a 2-year waiting list. 
o Challenge in obtaining a second medical opinion 
Northern CA, 12/10/14 

 Getting a second opinion seems to be a problem. Normal people can get a second opinion 
easily, but it’s a no brainer to get a second opinion on complex kids. 

 [It was a] medical emergency so they accepted him [at a second facility] otherwise they 
wouldn’t have taken him. 

 Difficult to know what CCS offers and what they will cover (pay for); hard to figure out the program 
 Southern CA, 11/17/14 

o They keep their information and services on a bag on their hip.  
o The only time they ever tell you about it is when another agency says you have to have CCS deny 

him.  
o You have to know what they have to offer so you can ask them and then have them verify…It’s up to 

the family to figure it out.  
o If daughter hadn’t had surgery that made her eligible for physical therapy, she wouldn’t have known 

that they were eligible…I didn’t know exactly what service CCS could provide.  

 Private insurance hinders rather than helps facilitate care 
o We have private insurance, which has actually been more of a hurdle than a benefit. (Northern CA, 

12/10/14) 

 Application, appeal, and care coordination processes are hugely burdensome on families 
o Lots of paperwork; sent lots of letters 
o Difficult to get appointments with CCS paneled doctors 
o Differing diagnoses depending upon the provider (e.g., non-CCS specialist says yes to Cerebral Palsy 

while CCS specialist says no to a Cerebral Palsy diagnosis) 

 Evaluations, therapies, and changes across the lifespan  
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o Concerns that evaluation at the age of three and sets path for the entire year  
o Question from parents: if child is progressing/improving, why would therapy sessions be decreased 

when they are showing they are helping? 
 Southern CA, 11/17-18/14 

o Things change so quickly and parents aren’t trained to help and provide the therapy…If you give me 
a home program, I’m not trained to see how things change.  

o Should have had therapy ongoing because things change as they age.  
o I don’t understand the plateaus and then children don’t receive services.   

 Commonly heard question/comment/concern regardless of locale of focus group: Who’s responsible for 
what?  Red tape…this and that… (Southern CA, 11/18/14) 
o I don’t feel there is any help [to understand CCS and how it can help my child]…I would like a 

publication that describes who is responsible for covering what. (Southern CA, 11/18/14) 
o Little to no experience of families using state or locally-based CCS websites to obtain information 

about CCS and how it functions 
o CCS language is difficult for families to understand, not just an issue of English as a first language or 

not but also of literacy levels 
o It seems to me, that in California, voters continually approve help for needy children but politicians 

continually go there first to cut the budgets.   (Northern CA, 12/10/14) 
o Complexity of system is burdensome for families as well as providers 

 (Staff member) pushes [the need for services] back on the school district when it should be a 
medical-based therapy. (Southern CA, 11/18/14) 

 [A strength that no longer exists in CCS is] access to social workers that understand everything – 
CCS, MediCal, MTU, schools, insurance, etc.  [Families] need help navigating the system. 
(Southern CA, 11/18/14) 

 Timing and scheduling of services is a major barrier for accessing care 
o CCS programs are [open] only during business hours…nothing after school or on the weekends.  It’s 

on the parents to make the appointments but there are no times available to children who attend 
school.  We…have to leave [and forfeit] the therapy [child gets] at the school in order to go to CCS 
therapy…drive 30 min each way for a 45 min appointment…[our child has] major transition 
problems…and the school complains too because you are pulling them out [and child misses out on 
school activities that helps them bond with classmates]…and loose out on the school services.  CCS 
should [operate] the same as school hours. Medically fragile kids, need rest between programs and 
pushing [child to appointments before, during, or after school] will negatively impact the child’s 
development.  Why are evening or weekend hours not available?  (Southern CA, 11/18/14) 

o Parent discussed how she now requests 45 minute appointments because her child has multiple 
conditions, but that was something she did arranged herself 

 Transportation – some families have no personal car and/or limited access to public transit to access 
services and fewer options for children post-operatively 
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 Southern CA, 11/17-18/14 
o Asked everyone about transportation, how to transport child after surgery child was in full cast…No 

one gave answer as to how to get her home from the hospital…it was very unsafe to get my 
daughter home…I couldn’t get her out of the car.  

o I didn’t know how to transport my child after surgery.   
o My child had a tracheotomy [post-operatively] and he was going to be discharged without 

transportation in the family car…the LCSW helped get CCS to cover [non-emergency medical] 
transportation.  

o Example: non-English speaking family with two children and one on the way was taking the bus with 
a children plus a car seat three times a week for therapy; not only an issue of time and energy 
spent, but also of resources – they had little income for bus fair and they were not informed of 
support via CCS until recently 

 Prevention doesn’t exist in CCS; no one gets it 
o We appealed three times for a genetic disorder…nothing changed in the disorder’s [eligibility] she 

finally became so ill she was approved.  (Southern CA, 11/18/14) 

 Stress on CCS clients and families 
 Southern CA, 11/18/14 

o So much undue stress for parents.  
o Nobody knows [the child and their condition well enough to care for the child] except for the 

parent/caregiver…stress loads are heavy.  
o It is unacceptable that appointments are made and the CCS authorization doesn’t come through.   

 Inconsistent application of CCS standards and numbered letters from county to county 
 Northern CA, 12/10/14 

o My son’s a happy kid…100% mental retardation…Neurologist says he could qualify for CCS, but he is 
denied…in Tehama County.  His syndrome causes seizures 24/7…he doesn’t sleep…we have to take 
him out of school.  How can you tell me my son doesn’t qualify for services?  

o Why can’t all…counties get treated equally?   
o We just purchased a house and purposefully didn’t move to Tehama County because of their denials 

all the time.  We have a plan with our current CCS for transition and don’t want to move to Tehama.  
 
Qs. #3: Child-Specific Care Plan 

 General uncertainty as to what it is, who it is for, who is responsible for it, but feel that it should be 
required and is required by skilled nursing programs, MediCal, and EPSDT 
o Some indicated they would like to have a care plan, while others said they had one but it wasn’t 

managed by CCS, and still others said they were the sole organizers of their child’s care 
o Plans and goals are conflicting from provider to provider 
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o An extraordinary number of families don’t know they have a care plan, and…it becomes harder for 
parents when the therapy unit isn’t in the school.  Is CCS providing or is the school providing it? 
(Southern CA, 11/17/14) 

 Some feeling that CCS uses the care plan to reduce and then eliminate services they provide to the 
child 
o When CCS says [your child] will no longer benefit from receiving CCS, that’s basically saying ‘he’s 

not going to get any better’ and they try to take the therapies away.  I went back to pediatrician 
and had them write a letter saying why my kid would benefit [from CCS]. (Southern CA, 11/17/14) 

 Concern that the nurses who do home health do not know what they are doing or how to care for the 
patient 
o I asked if they [the nurse] know what the diagnosis means and they don’t, [so, as far as I am 

concerned, they don’t] know how to care for the patient.  
 
 
 
Qs. # 4: Experience in Accessing Specialists 

 Experiences shared by families regarding communication and access (e.g., obtaining an appointment 
as needed) have been mixed 
o Some families have had wonderful, seamless experiences whereas others have had an obstacle at 

every step of the way 
o Some with private insurance have more obstacles is accessing specialists than those with public 

insurance  

 Behavioral health access seems to be a hurdle all families have come up against 
Southern CA, 11/18/14 
o [Behavioral health] providers are afraid to provide services to CCS kids and they don’t feel trained, 

but it needs to be included as part of the team of providers; needs to be a liaison between behavioral 
health and CCS.   

o A common complaint heard by many families is, ‘it’s the regional center’s responsibility…no it’s 
CCS’ responsibility…no the regional center…no CCS…and on and on’.  It’s an ongoing ping-ponging 
from provider to provider and no one is taking responsibility. 

 Difficulty in getting specialists to accept MediCal and CCS clients 
Southern CA, 11/18/14 
o Why should a CCS child on MediCal have to wait 6 months see a specialist whereas if you have 

private insurance or cash [out of pocket], you can be seen right away?  A lot of people then go to 
the ER because they cannot wait for an appointment.  This clogs the ER, doctors there aren’t 
trained to care for CCS kids, so they are usually admitted and the cost of admission and treatment 
is so much more than preventing the child from going to the ER in the first place.  
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o I’ve had to be at the hospital for many hours and we try to get multiple appointments on one day, 
but we’ve been told that CCS doesn’t cover multiple appointments in the same day.  Is that true? 

 Challenges with shifting to MediCal Managed Care 
o Specialists are not always covered under the new plan 
o Used to have therapy three times a week, but then we had to pay out of pocket and couldn’t 

afford it anymore and…we’re not willing to drive down to Oakland [Children’s Hospital] or 
UCSF…because it takes a few days to make a visit.  (Northern CA, 12/10/14) 

 
Qs. # 5: Experience with Case Manager/Management 

 Many families indicated that they did not know they had a case manager or that they were eligible for 
a case manager, and for those families who are aware and have contact with case managers, the 
experiences have been mixed  
Southern CA, 11/17-18/14 
o Yes, case manager and gets good help. 
o Never knew that it existed until she heard about it from a parent liaison. 
o Had a nurse case manager in the beginning, but they were not really relevant…they couldn’t really 

do anything. 
o Do they give [a case manager] to everyone?  What do they do? 
o We were told that CCS was to do case management, but they only do [case management] for CCS 

services [and not the whole child].  We had 9 different case managers that didn’t coordinate care in 
any way, so I became the case manager.   

o We received no support…promises were made and not delivered. 

 Communication between CCS and families regarding case management is lacking particularly when 
there is a change in the case manager 
o Every time I called CCS, I had a new case manager and [there was never any] communication about 

the change and the new case manager didn’t know my family’s circumstances.  After this happens 
many times, I complained and the receptionist I was speaking to said, ‘you know, you could ask to 
stay with your old case manager.’ (Southern CA, 11/18/14) 

 Generally do not know the difference between case management and care coordination 
 
Qs. #6: Who is Responsible for and Who does Care Coordination 

 Regional centers coordinate care  

 Letters from CCS are very confusing  
o Language in denial letters gives the feeling of no hope and it should be much more clear as to who is 

responsible for what. (Southern CA, 11/18/14) 

 How do you know the questions to ask, when you don’t know the questions to ask? (Southern CA, 
11/17/14) 
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o I don’t know how to arrange finding providers closer to home…not really sure how to arrange 
services not related to main diagnosis. (Southern, CA 11/17/14) 

 Families are the care coordinators, but it would have been such a relief to have someone to 
coordinate care. (Southern CA, 11/18/14) 

 Home health is not as supportive as families would like; not felt as family-friendly  
Southern CA, 11/17/14 
o It doesn’t matter if they have the very best providers when they can’t provide the services outside 

of the doctor’s office.  
o No support for caring for your kid at home…my son didn’t fit through bedroom door after survey 

so he had to sleep on a recliner in the living room…the hospital gave a bunch of pillows to shove 
him in the car to get him home.  

 Hospital discharges seem to have huge gaps in coverage of care; general lack of education for parents 
upon discharge 
Southern CA, 11/18/14 
o The things that they do are lifesaving, but how do you get them to receive these services…how do 

you send a child home to a house without supplies? 
o My son had 22 admissions in last year of life and every discharge had a complication. 
o It’s a complicated system and the child suffers because there’s no coordination. 

 Multidisciplinary teams for care coordination exist in theory, but they can never get the time to get all of 
the providers together. 
o Should be a conference for families, right off, for schools and how the services work through the 

schools. (Southern CA, 11/18/14) 
o Could be the area we live in, but CCS is extremely supportive…the CCS occupational therapist and 

school therapist had a difference in opinion on how to support my son, so the CCS manager came 
to a meeting to talk with the school about the issues…and they were able to work it out and come 
to a resolution.  (Northern CA, 12/10/14) 

Northern CA, 12/10/14 

 Hospitals do not understanding what CCS is and what they cover. 

 It is easier to follow a doctor and reestablish in a new facility than it is to find a new doctor. 
 
Qs. # 7:  Communication Among Providers 

 Common statement regardless of location:  There is a communication breakdown among 
providers…no one runs the system…there’s no communication between specialists. 

 Kaiser has EMR, but they never read them 

 CCS services seem secret and not expressive 
o How would you [parents, families] know what questions and how to ask the questions? (Southern CA, 

11/17/14) 

 Miscommunication among providers 
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o As the mother, I made the effort to communicate among all of the service providers.  [I had to] have 
the communication occur during a longer appointment and have the appointment be about the 
coordination of care ONLY so as to not take away from the care actually done during a medically 
based appointment.  I learned I could ask (from a receptionist) to have longer appointments and 
make them separate so my daughter doesn’t miss out on anything.  (Southern CA, 11/18/14) 

 
Qs. #8: Experience with Interpretation Services 

 Comments from Spanish-speaking families with the assistance of translators who were present 
o There is always someone who speaks Spanish, a nurse or receptionist that works there. (Southern 

CA, 11/17/14) 
o [There have been] times when no one [at the appointment] speaks Spanish and there is no way 

for us to communicate [with the provider].  It is extremely difficult with a medically fragile child 
and trying to find someone to help us with translation. (Southern CA, 11/18/14) 

o They have an interpreter when they call CCS and at hospitals. Always found an interpreter for her. 
When they go to the hospital, the hospital communicates with CCS and it’s taken care of right 
away. (Northern CA, 12/10/14) 

 Language of CCS benefits/services is not translated into other languages and/or at a literacy level that is 
accessible to everyone who needs it 

 
Qs. #9: Experience with Cultural Sensitivity 
Greater sensitivity toward CCS clients, their families, and other caregivers is needed 

 [I have been] considering dropping CCS because my child cries more when we go through CCS [for 
services].  [All CCS staff, regardless of position (e.g., receptionist, case manager, provider, etc.) need to 
have] greater sensitivity when speaking with the families – people speak of children as objects.  
(Southern CA, 11/17/14) 

 Participants wanted CCS to know that they know that the providers, administrators, etc. all work very 
hard to serve the CCS clients, but they also want them to know that the parents/caregivers are 
forfeiting careers, income, and other family members to care for their CCS child and they would like 
greater compassion for the circumstances.  (Southern CA, 11/18/14) 

 
Qs. #10: Experience Obtaining Needed Medical Equipment and/or Medications 

 Has always gotten things she wouldn’t have even know he needed 

 CCS was the one who paid and told her how to write the letter to understand why the kid needs it 
Medical Equipment  

 Recommendation of a loaner system to try out equipment before ordering/purchasing was 
something most families were supportive of 
Southern CA, 11/17/14 
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o You find yourself asking for expensive things and then to find out later that it really doesn’t even 
work.  

o Loaner equipment might be good for testing…there wasn’t an area to try different fits to find 
something that was appropriate for him to use.   

Southern CA, 11/18/14 
o There should be opportunities to try out equipment before it is purchased and to return it if it 

doesn’t work for the child and/or if the child no longer needs it but it is still functioning properly. 

 Challenges with DME 
Southern CA, 11/17/14 
o I didn’t know…there were medical things that were available to him. We weren’t ever offered 

even partial support for hearing aids…and the last two hearing aids were $7,000. It never came up 
with CCS that they might’ve covered hearing aids. 

Southern CA, 11/18/14 
o Options are not explained; if given options, might choose a less expensive option and one that is 

more user-friendly. 
o Her wheelchair repair took 18 months to fix and I’ve used popsicle sticks to hold it together until it 

was fixed.  Each try to get it fixed took a 30-minute drive each way to the clinic to get it fixed.  It was 
also hard to find a time the clinic was open because your schedule has to fit into the clinic’s 
[schedule]. 
 [1st try] They didn’t have the right parts 
 [2nd try] The parts arrived, no one opened the box [before we arrived], and found it was for 

someone else’s wheelchair 
 [3rd try] The parts arrived, not assembled 
 [4th try] It got fixed 

o I learned my rights from doing my own research…Kaiser didn’t write the denial letter incorrectly.  I 
had to go to and ask for them to rewrite in a specific way so that CCS would accept Kaiser’s 
denial…its crazy! 

o There was no CCS code that could explain my child’s condition, so they had to stay in the hospital 
for 4 weeks at $4,000 a day instead of $3,000 for the equipment needed to leave the hospital. 

 Northern CA, 12/10/14 
o My son has multiple disabilities; some are covered by CCS and some by MediCal.  His hearing aids 

are covered by CCS, but the ear molds are covered by MediCal. We’ve had delays in getting molds 
and by the time we get them, he’s grown out of them. He’s been using the same hearing aids since 
9 months old and he is now 4. Process of replacing the lost one was a nightmare…there are not 
enough service providers. 

Medications 
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 He needed a compound medicine when he was discharged…he was discharged on a Saturday with 
nowhere to get it…he was also sent home with wrong and/or without medications, supplies, etc.  
(Southern CA, 11/18/14) 

 Multiple participants indicated that they had felt ‘swindled’ by local, independently owned 
pharmacists regarding copays.  According to the MediCal laws, there is no copay charge for MediCal 
patients; however, there are many MediCal patients who are not aware that they should not be 
paying copays.  So, these pharmacies are taking advantage of the fact that many patients do not 
know this and are still charging the copays.  Participants stated that they only learned about the 
waiver when they tried to pay copay with cash and were told that they could not accept cash from 
MediCal patients.  These pharmacies were able to accept copay payments via credit card, but not 
cash and those who had paid could not get their money back once they learned they shouldn’t have 
paid in the first place.  Some families have paid copays for years and up into the thousands of dollars. 

o Because of the MediCal coverage with waiver, we didn’t have to pay copays but there is a 
loophole for small, local pharmacists to bill those who don’t know – cannot accept cash but 
can take credit cards; technically they cannot take money from those who have MediCal.  
(Southern CA, 11/18/14) 

 Little to no coverage for certain medications prescribed by providers for CCS conditions 
 
Qs. #11:  Preparation for Transition to Adult Care 

 Not enough education and information available to clients, families, and providers as to how to go 
about transitioning CCS clients to adult care; it’s a complicated process 
o Transitioning for me was personally hard. Thank god I had my mom that knew everything I 

needed to get done. So much paperwork that I wouldn’t have known how to do. The state needs 
to make it easier for people without support to transition. If I didn’t have my mom for support I 
wouldn’t have had any idea how to transition to adult providers. We should stay on CCS until we 
get another type of coverage – I’m on my dad’s private insurance until 26 but when I age out I 
won’t have anything else. The private insurance doesn’t cover the same things that CCS covers. 
(Northern CA, 12/10/14) 

 Should extend care to cover until client is 26 years old (e.g., Diabetes) with some extend until they 
are 65 years old when MediCaid takes over (e.g., Sickle Cell Anemia) 
o My older daughter is 23, she’s transitioned out and she has nothing. She figured out yesterday 

that should could do needle exchange program for heroin addicts and exchange needles for 
diabetes. Doesn’t qualify for MediCal but might. I would like to see CCS program expand and help 
kids get through school to help them function is society so they can finish school and get a job. If 
nothing else maybe a couple year transition with classes on how to transition. (Northern CA, 
12/10/14) 

 Should change language to be about meeting ‘milestones’ not transitions and have it be a 
celebratory process of moving from one phase to the next 



Appendix 10  
Family Focus Group Summary 

 
CCS Title V 2015-2020 Needs Assessment 

Family Focus Group Summary 
 

 
CCS Family Focus Group Summary 
UCSF Family Health Outcomes Project (FHOP) 
November 17-18, 2014 (LA County) & December 10, 2014 (Shasta, Siskiyou, & Tehama Counties), 26 participants total 

11 

o Should be at every age level, not just when aging out (e.g., early intervention, elementary school, 
etc.); better planning will make it easier for everyone. (Southern CA, 11/17/14) 

o Should have had therapy ongoing because things change as they age. (Southern CA, 11/17/14) 

 Tremendous fear of losing services and care that families are completely dependent upon 
o I am terrified of what’s coming when my daughter turns 20…it’s an extreme problem that no one 

is telling anyone how to do it. (Northern CA, 12/10/14) 
o I’m nervous because I’m afraid of all of the things I am going to lose. Just because they’ve aged, 

their medical needs haven’t changed. (Northern CA, 12/10/14) 
 
Qs. #12: Recommendations and Priorities 

 Home Health 
o Parents have had to demonstrate that they know how to use apnea monitor, do infancy CPR, and 

other things before their child can be discharged from the hospital. 
o Parents learn instructions through YouTube. 
o Sometimes the little things are too much for the family. 

 Care Coordination 
Southern CA, 11/17/14 
o Families don’t know that there are social workers who give families therapy who are struggling. 
o It’s the parents’ responsibility and they are working in isolation…they need someone who is 

advocating for them across all aspects of care…and connecting families with other families will 
improve care for the kids.  Having a parent liaison would strengthen the program and improve 
outcomes for kids. 

 Southern CA, 11/18/14 
o No prevention; even if there is money for it, not everyone knows how to use it; how do you know 

you’re preventing something – No gap in services! 
o Should have multiple parent advocates for each region 

 Transportation 
o In LA, you don’t measure distance by miles, you are measured by where you are and what road 

work is being done where.  It’s important to understand that piece of it for families who are 
dependent on buses.  Families have missed an appointment by hour because the bus was 
detoured, and had to wait another 3 months for another appointment.  It’s almost criminal that 
no one has ever asked if families need access to transportation. 

 Education and Outreach 
Southern CA, 11/17/14 
o Have an intro to CCS and simple list of services that are offered. 
o When you tell parents things, they don’t demand more. 
o There is a disconnect between current research and what CCS services provide 
Southern CA, 11/18/14 
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12 

o I don’t know where to get help…I don’t know the laws…I don’t know what is available and what 
my child is eligible for. 

o Don’t know the language [jargon], words to use to ask the questions to get the services needed. 
o [There is a general] lack of education for the parents on how to care for their child at home and 

about what is right for the child and their needs overall. 
o There is a lot of information that should be out there for parents; lot of misinformed parents; lack 

of coordination between decision makers. 

 Eligibility 
 Southern CA, 11/18/14 

o It is easier to appeal private insurance than CCS [upon receiving a denial]. 
o Almost feels as if you need to hire an attorney to know the systems and act for the families, to 

know about clients’ rights for CCS. 
o Update eligible conditions to include genetic disorders and syndromes. 
o Cover the whole child! 
Northern CA, 12/10/14 
o Needs to stay carved-out!!!!! 
o The income level is too low at $40,000…my husband has denied raises at work so we could continue 

to qualify for the program. And it doesn’t matter how many people are in the family, which doesn’t 
make any sense. 

o If you qualify for CCS, there should be a medical evaluation versus a financial evaluation. 
o Priority to expand age coverage…help kids with transition. 
o Would like to see all the counties equal…needs to be more unity across the board in the 

counties...same for all the counties. [Combination of several participant’s quotes] 
 If they have to move to help their son, that’s what they will do. If the counties not going to help 

us, we might have to move and go to where they will help us. 
o Like to see CCS expand therapies to include other types of therapies like hydrotherapy. 
o More providers. 
o Cover the whole child. 
o As parents we don’t always know what their needs are and we rely on the medical professionals to 

tell you that, and that’s what you get from CCS. 


