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Executive Summary 

CARE Parent Network (CARE) is a First 5 Contra Costa funded agency that provides support services and 
training for parents who have children with special needs. This report provides a brief summary of 25 
phone interviews (15 in English, 10 in Spanish) with parents, conducted by Applied Survey Research in 
July 2011.  These interviews provided insight into how parents view CARE as a service provider, 
specifically what benefits parents felt they obtained and what they felt could be improved in order to 
serve families better. CARE staff feedback obtained in July 2011 
supplement parents’ views on many of these topics.  The 
following points summarize parents’ views on the impact of 
services on their families.   

 What kind of help did parents seek from CARE?   

 Guidance and support to obtain services 

 Emotional support/stress relief  

 Connections with other parents and professionals who understand their situation  

 How well did CARE meet the information needs of parents?  

 Nineteen of 25 parents reported receiving valuable information that: 
o Improved access to services  
o Improved understanding of child assessments  
o Increased knowledge of available resources in the community, including 

parent support groups 
o Provided strategies to organize medical and other information for 

appointments and meetings 

 How did CARE services address the emotional needs of parents?  

 Nineteen of 25 parents reported that the emotional support gains helped reduce 
feelings of sadness, isolation, and stress  

 Support groups and mentorships provided emotional support for some parents  

 How did CARE services impact parenting skills and practices?  

  Seventeen of 25 parents reported gains in parenting skills including:   
o Improved parenting confidence and advocacy  
o Better understanding of assessments and other materials  
o Improved knowledge of how to treat children more appropriate to their age 

and disability 

 What strengths and suggestions for improvement did parents offer?   

 Major strengths included a well-trained, compassionate, knowledgeable, and 
incredibly responsive staff     

 Eighteen parents would return to CARE for services if needed   

 CARE needs to broaden their outreach to other families in need    

In conclusion, this study provides evidence that CARE Parent Network provided knowledge and support 
to parents, helping them obtain quality medical and therapeutic services (i.e., behavioral, speech, etc.) 
for their children with special needs. CARE also provided parents with emotional support and skills to be 
better advocates on behalf of their children.    

“They are my backup team. 

They will find me services and 

loopholes. They find a way to 

make things work.”    Parent #1 
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Introduction  

The system of services for children with developmental challenges and special health care needs poses 
many obstacles to families; without adequate coordination to provide seamless care, families are 
confused by a variety of regulations, eligibility requirements, and other details. They face a daunting 
maze of services and systems. Difficulties in obtaining vital information and accessing needed services 
are compounded for families who live in poverty, speak a language other than English, have cultural 
norms that are in contradiction with assertive advocacy, or have had previous negative experiences with 
government services. 1 
 
Families with a child with a severely disabling condition or health care needs are often under severe 
stress.  Families must by the very nature of their baby’s disability be involved with numerous agencies 
and individuals.  Parents benefit from a support system to help them grow in their ability to be 
nurturing, effective parents to children who may have extraordinary challenges. 
 

CARE Parent Network (CARE) is a First 5 Contra Costa funded agency that offers families customized 
support, peer mentorship, information, and resources designed to help them meet the unique 
challenges of parenting and providing care for a child with identified special needs. Most of these 
services are offered over the telephone, with personal meetings in the home or at CARE’s family 
resource center.  CARE facilitates parent support groups and conducts parent education workshops to 
enhance skills and provide emotional support. Through an ongoing forum of childcare providers and 
early intervention professionals, CARE coordinates training and resources to foster collaboration and to 
ensure appropriate supports are available for children with special needs.  
 
This report provides primarily qualitative analyses of 25 parent interviews (15 performed in English, 10 
in Spanish) conducted by Applied Survey Research in July 20112. The intent of gathering this information 
was to gain a deeper understanding of the effect of CARE on families from the clients’ perspective.  
During interviews, parents shared their experiences, specifically why they sought help, what benefits of 
service they felt they obtained, and what they felt could be improved in order to better serve families 
who have children with disabilities.  CARE staff also provided feedback regarding the efficacy of support 
services for families3.  Staff feedback are included to enhance understanding of the strengths and 
challenges of providing support services within a broader social and political context.  
 

Questions asked of parents were designed to obtain parents’ perspectives on the following: 

1. What kind of help did parents seek from CARE?   

2. How well did CARE meet the information needs of parents?  

3. How did CARE services address the emotional needs of parents?  

4. Are parents more confident in their ability to advocate for their children? 

                                                           
1 Source of information: http://www.lpfch.org/californiaservicesystem/familysupport.pdf 
2
 See Appendices A and B for interview methodology and participant demographic information.  

3
 See Appendix C for feedback from CARE staff. 
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5. How did CARE services impact parenting skills and practices, including advocacy?  

6. How did parents view support groups and mentorships provided by CARE?  

7. According to parents, what are strengths and weaknesses of the local system of services?  

8. What strengths and suggestions for improvement did parents offer?   

 

 

Parent-Reported Problems Prior to Receiving 
Services from CARE Parent Network (CARE)  

Prior to their contact with CARE, most parents in the study reported facing significant problems 
identifying and obtaining services for their children with special needs. Children’s issues included: 
Absent or delayed speech; medical issue (genetic or chromosomal disorder, allergy/autoimmune 
problem, epilepsy, physical deformity, stroke, or addiction); developmental delay or disorder (Autism, or 
delay in physical, sensory or social skills); or behavioral problem (e.g., tantrums, impulsivity, etc.). Figure 
1 displays the number of families who sought services for each type of issue.    

Figure 1. Type and frequency of parent-reported child issues    

 

Many parents commented on their difficulty coping with their children’s issues before receiving services. 
Twenty of 23 parents reported that they needed guidance on how to care for their child, including how 
and where to obtain needed services. Seventeen of 23 parents reflected on their need for emotional 
and social support to help them cope; six parents specifically stating a need to find others who 
understood their situation.   
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Parents needed support 
and guidance on how to 
quickly find and obtain 
appropriate services for 
their children.   

 

“I used to think, „What was going to happen with my child when he grows up‟?  [ ] I felt 

very sad, very depressed, but I didn‟t know about all the assistance programs there are for 

children with special needs, because in fact we had never had a case like this in the family.  

So, I didn‟t know anything and the moment I met all those people [at CARE], it was a great 

support for me.”                                                                     Parent #28 
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One parent (#1), reflecting on family life before services, stated,  

“I was not taking it day-by-day, I was taking it minute-by-minute at that point in 

time. When we first got in touch with CARE, I was dealing with biting and 

tantrums that lasted hours. And biting was daily, not every once in a while, but 

like every day and sometimes two or three times a day. Huge amounts of stress in 

our lives…Just really difficult times for [my child] and I. He was frustrated with 

us and we were frustrated with him. It was not a happy home environment, as 

much as we wanted it to be, it just was very, very stressful on all of us...” 

 
 Another parent (#3) shared,  

“We were in complete crisis at that time, I mean we, he had just been diagnosed 

with Autism Spectrum Disorder, and he was not doing well at all, and our 

marriage was having a hard time and I didn‟t know what to do, and I was 

exhausted, and… It was basically just kind of in crisis, really. Trying to [ ] figure 

out what the next step is, that you‟re told your child has autism, now where do I 

go or how do I handle this?”  
 
One parent (#2) described feelings of isolation before obtaining CARE services.  

“I was a stay-at-home mom, I didn‟t know anybody, had a 21-month-old and a 3-

month-old, so those were huge challenges.  My husband was working twelve hour 

days. It was a pretty stressful time. We didn‟t have any family around. [ ] I needed 

some friends and people that had children that were [my child‟s] age, other moms 

really, maybe somebody that understands kind of how… what I was going 

through. I did have friends out-of-state that I would talk to but their children 

actually had advanced language skills. They couldn‟t relate, I guess. So I just 

wanted to talk to somebody I think that was going through the same thing that I 

was going through as far as having a child that wasn‟t talking and not knowing if 

she was going to talk or what.” 

 
Not all parents were struggling before services. Two parents reported that family life was “calm” or 
“stable.” One of these parents received help organizing medical information and the other obtained 
referrals from CARE. 
 

  

“We were just totally clueless. What kind of service is available for the parents of a 

critically ill baby? [ ] To know that there is help out there, that somebody is there to 

help us... that, psychologically, is very comforting. And then the actual support they can 

offer, that‟s really helpful also. Just to know that we‟re not alone and people went 

through this before, it helps.”                                             Parent  #13   
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Impact of Support Services on Families 

Overall, how did CARE services impact families?    

At a time when many parents felt anxious, confused, and frustrated trying to identify problems and care 
for their children with disabilities, 22 of 25 parents reported that CARE services provided valuable 
knowledge, social and emotional support, stress relief, and/or parenting skills (see Fig. 2).  Several 
parents commented that CARE provided access to a valuable support structure when they needed it.  
Parent #17 commented,  

“I needed support with how do I get him the medical services.[W]henever I see 

what he needs, how do I know where to go for this need? So [the CARE staff] 

helped me „Well try this‟ and „Let‟s do that‟ and you know „Go to this place‟ and 

„That‟s way cheaper at Regional.‟ I‟d never heard of Regional before, and 

Regional gave him services for free, and occupational and physical therapy, and 

she gave me numbers for different places, and she [ ] gave the contact 

information for another program, like for the Special Ed stuff…” 
 

Figure 2. Parent-reported benefits from receiving CARE services 

 
 
During their contact with CARE, most of the parents interviewed (n=19) gained valuable information 
referrals, information about community resources, and/or assistance navigating the various systems of 
care (see Figure 2). Parents who did not mention a gain in knowledge did report receiving 
social/emotional support including stress relief.   It was also common for parents to talk about both 
types of gains: 16 parents reported receiving both knowledge and social/emotional support or stress 
relief from CARE staff (see text box below).  Also notable, 44% of parents reported learning new skills to 
improve coping or parenting (one parent reported a gain in both of these skills).  
  
 Frequency and duration of contact varied across families, ranging from a single phone call to weekly 
contact for several months, and over two years of service for some parents (see Appendix A for more 
detailed information).  
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“Through my journey with [my child‟s] diagnosis, they were with me every step of the way.”   
                                                                                                Parent #9 

Information and guidance 
were commonly reported 
benefits of service, as well 
as social and emotional 
support, stress relief, and 
parenting skills.    

 



 
 

 

Parent and Staff Perspectives on CARE Parent Network Support Services   6 

 

Access to services was problematic for some families. Of the three parents reporting limited or no 
benefits from CARE services, two had difficulties with insurance problems or a lack of available time to 
follow-through.  One parent did not find any of the support services offered by CARE suited to her 
child’s specific needs.    

How do parents utilize information shared by CARE staff?  

CARE staff provided a variety of informational support services including how to: 1) interpret child 
assessments, 2) navigate systems of care to obtain services, 3) obtain medical and service referrals, and 
4) prepare for medical and service-related appointments.  For example, parent #23 described how 
assessment feedback from CARE helped improve her child’s aggressive behavior. 

“First, [CARE staff] gave me the information. They told me to read certain books, 

certain information, because it was important. They also sent me the result of my 

daughter‟s assessment. They told me to read her diagnosis and take that as a 

basis to work with the child, to play, to talk with her, to take her where she could 

see other kids so that she can socialize. I began to follow all those indications and 

now I can leave her on her own and she plays alone in the park. There is no 

danger that she might attack another child.  But I based myself on the information 

they gave me, on their recommendations, and on the diagnosis they sent me.” 

 
Medical and service referrals to and from CARE were commonly reported. Parent #14 said this about 
services referred from CARE to the Regional Center,  

“[The staff member from Regional] came to my house two or three times and she 

always assisted me.  There was a time when they suspended Kaiser because they 

didn‟t want to cover his physical therapies, and she told us we had to appeal 

because the child needed it and Kaiser had to provide it.  She fought for me and in 

the end Kaiser accepted my son back.  If she hadn‟t helped me my son wouldn‟t 

have had physical therapy.” 
 
The following two parents commented on CARE’s ability to provide organizational tools and oversight to 
prepare for service meetings. Parent #5 commented,  

“[The CARE staff member] was wonderful. We actually contacted her in regards 

to some of the things to do in order to get [child‟s name]‟s IEP, to make sure we 

had everything in place. And she pretty much reviewed [it], she sent us 

information on it, she was just a wealth of knowledge as far as what you know, 

some things you may want to ask for in the future from the school district.”  
 
  

“I remember getting the packet and I liked it very much getting information, it put me 

more at ease knowing more about her condition, that I wasn‟t alone, my feelings of 

anxiety weren‟t invalid. The CARE worker on the phone had such a nice comforting 

voice. Felt like I was talking to a friend or my aunt or something like that, it was kind of 

nice and felt like I knew her.”                                            Parent  #2   
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One parent’s (#15) contact with CARE was strictly for organizational needs.  

“I never had any problems, it was just more [about] preparation. So I guess they 

helped me a lot in getting prepared for IEP meetings, and that was pretty much it 

after that.”  
 
Although the level of contact and type of information shared varied among parents, almost all 
interviewees expressed appreciation for the guidance and information CARE staff shared with them.  
Parents reported that this kind of support was integral to obtaining services for their children, as well as 
empowering them when advocating for services (see p. 9).  

How does CARE address the emotional needs of parents?  

Parents often discussed the heavy emotional toll of trying to provide for their children’s needs. Some 
parents reported feeling overwhelmed, not knowing what to do or where to go for services. Parent #9 
stated,  

“I needed emotional support; I think that was really the best and biggest thing 

[CARE staff] provided for me [ ]. I had a husband who wanted to leave, I had [my 

child] at the opposite spectrum… I think the emotional support was huge because 

once you have it then you‟re able to deal with [the 

other stuff].”  

 
Other parents felt stress and frustration over their lack of control. 
Many were denied or experienced excessive delays in accessing 
services. CARE staff provided reassurance and emotional support to 
get through to the next step in the process, often in conjunction 
with advice on how to move forward. Parent #11 commented,  

 “the stress was centered around things not happening 

as fast as we wanted them to. So the CARE network 

kind of gave us more information about the process, 

made me feel better about waiting or ideas about how 

to try to make things go quicker.”  
 
Like many other parents, parent #14 derived emotional comfort 
once she attained the right services for her child.  

“I felt more peace in me, I felt better because I felt that 

in some way with professional assistance he would be 

better. I watched how they massaged him, how he 

received his therapies and I thought, „He will be fine‟.”  
 
Parents of special needs children often report feeling alone and isolated from friends and family, 
particularly when first receiving their children’s diagnoses. CARE parents were no different; however, 
nearly all (n=23) reported feeling more connected and less sad after talking with CARE staff. The fact 
that staff had special needs children of their own seemed to help parents feel validated and a part of a 
caring community.  Parent #15 shared this sentiment,  

“[CARE staff] understand where you‟re coming from, because they themselves 

have special needs children also. And it feels good to know that you‟re talking to  
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somebody that is actually going through it, and not trying to explain what you‟re 

feeling and somebody not understanding.”  
 
Another parent (#3) commented,   

“Well, the thing that changed for me just from that phone call was not feeling so 

alone; feeling like people have gone down this road, that there‟s a lot of people in 

my area that have gone down this road. There are people to support me. I can‟t 

talk to most people because they don‟t understand what I‟m going through, but 

actually, you know, the woman I talked to at CARE, she totally understood, and 

was really just really kind. And, you know, that meant a lot.” 

 
In summary, most of the parents interviewed expressed some emotional trepidation surrounding 
attempts to obtain services for their children. With resources and support from CARE, parents felt relief 
from some of the stress associated with coordinating this care.     

Do CARE support services improve parenting skills and practices?  

As a result of CARE services, 17 of 23 parents reported utilizing new parenting practices and beliefs to 
effect positive change in parent-child relationships. Changes in parenting practices often involved 
learning or improving a skill from information gained through CARE (results from assessments, 
recommendations from therapists, etc.). One parent (#19) stated,  

“The evaluations that [CARE] sent taught me how I could help my son, like 

reading books or making him repeat words several times, making him say the 

words and things like that… things that sometimes you can do but you do not 

know how to do them.”  

A couple of parents shared their frustration in managing their children’s behavior, and how things 
changed after receiving help (see also text box on the following page).  Parent #23 described, 

 “Before I used to shout at her a lot, or I sat her to watch TV during long periods 

of time, if possible during the entire day to keep her from bothering me. I saw [ ] 

changes immediately once the lady told me what I had to do with my daughter. I 

had to sit down with the child and use her toys to play with her.  It‟s not just a 

question of sitting with her on the sofa, watch TV with her, or read books to her.  

No, I had to be part of her play, share her toys.  I practically didn‟t do that 

[before].” 

 
Some parents mentioned changes in their beliefs concerning parenting a child with special needs.  Three 
parents reported that they now try harder to treat their child like other kids.  After receiving her child’s 

I didn‟t play with her, I didn‟t know how to treat her.  She‟s my only daughter and I didn‟t 

know how to treat her, but things are very different now, I‟m more patient and above all I 

try to focus on her needs.  She‟s not a special child but she‟s a child who has a speech 

problem.”                                                                                 Parent #16 
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diagnosis, Parent #5 said, “I guess reading more, the CARE newsletters and things like that, you 

realize it‟s just a label, that‟s all it is. It doesn‟t change your child.”   

 
Parent #25 shared an insight about why she needed to change.  

“I overprotected him and I didn‟t allow him to develop…now I know that my son 

has a delay in his capacities in certain areas but he‟s able to overcome them, so I 

have no reason to overprotect him. That doesn‟t help him to develop and to 

overcome the delay in those areas.”  

Do parents feel more confident about their ability to advocate for their 
children?  

Although most parents received advice and referrals from CARE, this fulfills only part of CARE’s objective 
of supporting families with special needs children.  Parents need to be knowledgeable of services as well 
as successfully take on the role of “chief advocate” for their children.  Nineteen parents felt that their 
ability to advocate for their children improved, half of which reported large improvements (see Fig. 3).   
Thirteen of 15 parents indicated that their confidence level before CARE was “zero” and they felt “lost”.  
Just prior to CARE support, some parents received diagnoses for unknown disorders without treatment 
recommendations. Parent #1 stated,  

“I felt not very confident. I was just overwhelmed about information and about 

sorting through different agencies and about cost and what is and isn‟t provided 

through regional center… I was just very overwhelmed.”  
 
As depicted in Figure 3, 10 of the 25 parents interviewed reported large improvements in their 
confidence as an advocate, with nine parents reporting some improvement.  Of the 17 parents who 
discussed their confidence level after receiving services, all reported that their confidence was in the 
moderate to high range. Thus, parents’ feelings of efficacy to advocate strengthened as a result of CARE 
support.  Parent #25 stated,  

“It‟s easier because I already know where I can go to, whom to look for and I 

know that it is my son‟s right to be able to be accepted in certain programs for 

which he qualifies.” Likewise, parent #8 felt confident “just because I know there 

are more resources out there. I know there are people to contact if I have 

questions. Just, I guess, more knowledge gives you more confidence.”  

Figure 3. Parent improvement in advocacy skills before versus after CARE 

 
n=23 ; * Three parents reported high confidence before CARE contact. 
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How do parents view the support received from CARE parent mentors and 
support groups? 

CARE connected 10 of the 25 parents interviewed with more experienced peer mentors. CARE matched 
parents based on similarity (i.e., child’s diagnosis, location, etc.). Some parents spoke with their mentors 
on the phone, while others reported meeting in person. Here is one parent’s (#1) story:   

“The first mom I was put in contact with, her son was a lot like my son. And just 

getting to talk to someone and feel like there was hope that [my son] would stop 

biting, and throwing himself on the ground, and hitting his head, but just... Her 

son is now five, and [mine]‟s two and a half. And she said where [my son] is right 

now is exactly where her son was. For her to be able to say „Hey, guess what? My 

five year old is going into a regular kindergarten next year with support‟ was 

amazing. I was sort of like, „I don‟t think we‟ll ever get there… but, oh my gosh! 

You mean, your kid functions! In a normal classroom! And is going to function! 

And has support from the school district!‟ just feeling like there was hope.” 
 
Nine of the 10 parents reported that being able to 
relate to someone in a different way than other friends 
and family helped them. Parents reported that mentors 
provided strategies for coping, opportunities to make 
social connections, and valuable information about 
services.  One parent felt that the fit wasn’t great with 
her mentor and the advice was not relevant, as the 
mentor’s child was much older.  
 
Six parents participated in parent support groups.  For 
some, support groups provided an important outlet to 
vent frustration and connect with other parents.  
Parent #9 stated,  

“…nobody judges you, everyone in that room understands, they‟ve all been there, 

they know what it‟s like to walk through Target and have people stare at you, or 

give you unsolicited advice, or ask you to leave, or, you know what I mean? So 

it‟s…just that room, that feeling of, everybody in there knows that feeling. [ ] It‟s 

empowering…”  
 
Support group participants reflected that they felt less lonely knowing that there were others feeling the 
same way they did.  A small number of parents that attended groups wanted more discussion and 
content which focused on problem-solving and networking (see Suggestions for Improvement on page 
15). 

 
Several parents mentioned that they received information about the parent groups, but stated that the 
time or location wasn’t convenient for them.  
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According to parents, what are strengths and weaknesses of the local system of 
services?  

CARE frequently refers families to agencies who provide services in the community. These agencies also 
refer parents to CARE for services.  Parents discussed their experiences with several of these agencies in 
their interviews (see Fig. 4).  Parent feedback reflected some pluses and minuses of working with these 
agencies.    

 

Figure 4. Parent feedback on local agencies providing services for special needs children 

Agency Name # of Parents Parent Feedback 

Regional Center 

16 

(+) Great caseworker, quick response 

(-)   Difficulty obtaining services, lack of 
communication/coordination  

School District 

7 

(+) Great teacher, amazing program (Lafayette Intervention 
Preschool), language classes, parenting classes, 
transportation, helpful   

(-)  Difficulty obtaining services, teacher didn’t seem  qualified 
for special needs children 

California Children’s 
Services 4 

(+) Easy once approved, quick referral  

(-)  Difficult approval process 

First 5 Center 

2 

(+) Place for child to play, classes offered to parents, helped 
find services, child care provided respite 

(-)  Access eventually denied due to child’s behavior problems  

We Care 1 (+)  Helpful, great resource for parents of kids with disabilities 

Easter Seals 1 (-)  Refused to share results of testing  

George Miller Center 1 (+)  No problems 

When asked about the easiest and hardest part of working with the Regional Center, six of 16 parents 
praised their caseworker.  While seven parents had no complaints, six parents faced difficulty getting 
services and three parents felt that the agency lacked coordination. For example, parent #3’s case 
manager was not aware of a home-based dental cleaning service offered for Autistic children. Parent #4 
complained of a “lack of transparency” in obtaining services. 

Three of the seven parents obtaining services from the school district report very positive experiences 
with service coordinators and teachers. Two parents mentioned that transportation services were 
helpful.    In sharp contrast, two parents report significant problems working with “under qualified” 
and/or “impatient” teachers. Parent #28 stated,  

“There was another lady [in the classroom] and I saw that indeed she was patient 

with my child as well as another man who was there, but the person who was 
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responsible for the class, the teacher, was not patient with him.  In fact, you could 

see that she didn‟t like him.”  

The parent who obtained services from Easter Seals felt frustrated by the fact that the interventionist 
would not share the results of the child’s assessments with the parent or the child’s other therapists.  

Overall, most parents found services that fit their needs, with a minority of parents still struggling to 
obtain quality services for their children at these agencies.   

According to staff, what are strengths and weaknesses of the local system of 
services?  

CARE staff report strengths  

Strong collaborations have been forged between CARE and many agencies that deliver essential services 
to families with young children that have disabilities. CARE staff stated that these collaborations are 
working well on behalf of families, and include the County Office of Education Early Start Programs, 
West Contra Costa Unified School District, San Ramon Valley Unified School District, Contra Costa SELPA, 
Early Start case manager supervisor at the Regional Center, and California Children Services (CCS).  
 
One staff noted that,  

“Healthcare providers in the Kaiser and Contra Costa County Health System have 

generally been effective at identifying children who may be eligible for developmental 

services and referring to service system.” 
 
CARE staff reported having an excellent partnership with Community Outreach Specialists at the First 5 
Centers for referrals to CARE, and in turn, CARE staff refers families to the First 5 Centers for educational 
opportunities. 

CARE staff report challenges  

CARE staff shared some of the many challenges in the system of services for children with disabilities. 
Some of these issues include parents recognizing, understanding and accepting their child’s delay. One 
staff member stated,  

“Access to developmental services is “deficit based”, but it can be very hard for 

parents to admit  to all of their concerns about their child (saying their child 

has a speech delay when their child is also showing some signs of autism). With 

new developmental assessment “triage policies” (like at CCRMC), some children 

may end up being denied developmental assessments because parents are unable 

or unwilling to describe all of their concerns about their child.” 
 
Another challenge shared by CARE staff is the overwhelming focus on Autism Spectrum Disorders by 
policy makers, funders and service providers.  One staff member asked,  

“What about other types of developmental disabilities like Down syndrome, CP, 

or all the children who never get a diagnosis beyond „developmental disability‟? 

All of these children have important needs too.  The development of autism-only 

services is forcing parents to try to get an autism diagnosis so their children can 

get access to services.” 
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CARE staff reported having a good relationship with Contra Costa SELPA, but working with some of the 
individual school districts represented by Contra Costa SELPA has been difficult. One staff member 
commented, 

”It can be difficult for CARE and parents to contact a school district. Some 

school districts have phone trees that are difficult for parents to follow. Recorded 

phone information is almost always in English.” 
 
Staff also described a challenge in working with the Regional Center. “Training and knowledge of 
Regional Center case managers seems to be uneven, and training and knowledge matter because case 
managers are the first, and usually the only, line of access to services for children and families.” 
 
Regarding the healthcare system, CARE staff report that providers’ knowledge of child development and 
the developmental service system seems to be limited outside of Kaiser and the county health system.  
In particular, access to developmental assessments (not screenings) is limited.  CARE staff stated,  

“There are not enough developmental pediatricians, developmental assessments 

are often not covered by insurance, and developmental assessments are too 

expensive for many parents to afford.” 
 
CARE staff added that families are faced with the additional challenges of understanding the service 
system and their legal rights, getting to services when transportation is an issue, and how best to 

advocate for getting into services. Staff stated there was, “uneven access to services – parents who 

are more effective advocates for their children are more successful at getting services.” 
 
CARE Parent Network staff reported that the challenges in helping families get their needs met has 
become increasingly more difficult due to the developmental service system cuts.  One staff member 
pointed out that the change in Regional Center eligibility for Early Start, and a similar proposed change 

in eligibility for school district Early Start services. “The services are just not there to meet needs”.  
Referrals to Care from other community agencies and organizations are increasing, yet there are fewer 
community support organizations to which staff can refer families. 
 

Degree of Satisfaction with CARE Parent Network  

Overall, parents reported high satisfaction with the 
services and support from CARE.  Parents 
commented that staff were well-trained, quick to 
respond, and extremely helpful.  Parents often 
commented on the comfort they provided at a point 
when “things were really tough.” Most parents 
would also seek help from CARE in the future if 
needed and offered suggestions for improvement.   

 “Our contact person with CARE is 

always very prompt at answering our 

questions and returning our phone calls, 

she‟s always been very open and honest 

with us.”                          Parent #11                                                                         
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How satisfied were parents with CARE staff and service delivery?  

An overwhelming majority of parents found great value in CARE services. Parent #17 stated,  

“It‟s all about getting the knowledge that CARE Parent [Network] has. [ ] Maybe 

it‟s in their computer, maybe it‟s their training, I don‟t know which it might be 

but… the knowledge that they have to help the parents is wonderful, and they 

need to stay on top of it and help out more people, because there‟s so many 

people out here that don‟t know about it. But I tell everybody „Go see [CARE 

staff]‟.” 
 
When asked about what parents valued about CARE services, parent #16 stated,  

“that they have given me information in Spanish; that they have paid a lot of 

attention to my daughter.  I never thought they could devote so much attention to 

just one child: Psychologists, therapists… the patience they have with them. It 

was very easy for me to find the support which I thought I was never going to 

get.”  

 
The same parent went on to explain the care in which CARE staff addressed her needs.  

“The relationship [CARE] has with us is also very important. They really make 

sure that you receive the service. [ ] Because I thought I was going to speak with 

her and she would tell me to do things the way I wanted to, but [CARE staff] are 

calling me all the time [ ] to know if that was what I was really looking for.  That 

really helped me a lot.” 

 
Despite limited contact with CARE, parent #3 expressed the tremendous impact CARE had on her ability 
to cope.   

“You know, I don‟t have a lot of contact with CARE Parent Network, but the 

contact I have had has been essential. I think they‟re a wonderful organization. 

My son has autism. And so my first contact with CARE Parent Network was I 

believe [they called me]. [ ] It was right after the diagnosis. And the fact that they 

contacted me and I didn‟t have to reach out to contact them was huge. It felt like a 

life-line at that time. [ ] Not only did she call me once, [ ] I think she left a 

message, maybe two or three times. [ ] She was obviously trained really well on 

how to work with special-needs parents, and especially in the beginning … she 

was just really calm… I remember [ ] CARE Parent Network for that, because I 

was just completely in crisis at that time, and I couldn‟t reach out, and I needed to 

talk to someone who understood and who was caring, and that happened.” 

 
The positive impact of CARE services prompted several parents to recommend (or suggest) that staff do 
more to outreach to families who might not be aware of CARE services, as well as to expand program 
offerings (classes, meetings, and other opportunities to connect with other parents). Parents felt that 
there was a large unmet need in the community for the services that CARE provides.  

Would parents contact CARE for services in the future? 

One indicator of CARE’s success is the willingness of parents to return for help if other services are 
needed. A majority of parents answered that they would return to CARE for help (see Fig. 5).  Two 
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parents replied “maybe”; two parents stated that they would not seek help from CARE for reasons that 
were not stated.  Two parents did not need services in the future, one due to the death of her child, and 
the other because she moved out of state.  Four parents did not answer this question. 
  

Figure 5. Parents’ willingness to access CARE services in the future (if needed)  

n=21 

Suggestions for improvement 

Parents expressed few criticisms of the care they received from CARE.  Therefore, all suggestions for 
improvement are included in this section.  
 
When parent #10 faced a problem with the Regional Center, the parent stated that CARE staff “would 
not help.”  No other information was provided. When this parent was asked whether CARE changed 
feelings of sadness or isolation, she said the following: 

 “I should say that in some way it decreased because I got lots of information 

from them. But again, I thought they gave more information about [difficulties]; 

Like how it‟s really hard to raise an autistic kid or those sad kinds of stories. 

When they send the flyer, I think it‟s really hard for a parent whose, whose son is 

just diagnosed with autism, or this kind of a special thing. I think they should 

introduce those things in a more positive way, so that the new parents don‟t get 

really, really [discouraged].”  
 
One other parent (also of an Autistic child) echoed a similar feeling that the messages or way that 
information is delivered from CARE should be more positive, particularly for new parents. 

Parent (#23) described the pleasure in receiving materials from CARE; however, she said she didn’t 
understand them well because they are in English. One other parent (#2) also found materials from 
CARE interesting, but found that none of the support services fit her needs.  
 
The remaining comments pertain to the parent support groups and mentorships.  One parent (#17) 
thought that the support groups did not offer what she was looking for. This parent said this about the 
support group she attended at the Lynn Center:  

“It wasn‟t really what I was looking for in a parent networking type thing. What I 

was looking for is, „Okay, we went through that same situation, how about try 

this?‟ and then I can say „Okay, [ ] we went through that situation you‟re going 

through, how about, you know, you could try this‟ or „Our kids are the same age 
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and have the same issues, so how about if we have a play date?‟ You know, that 

type of thing.” 
 
Problems with the location of parent support groups were mentioned by a few parents. One parent (#3) 
living in Lafayette stated,  

“They haven‟t done any real local type events that I‟ve known about. But we do 

receive a newsletter, and I love that, because that newsletter keeps me in touch 

with different things that might be going on that we might be interested in doing. 

We just haven‟t done any of the events… I wish that they had, if they had some 

kind of a support group that was closer. The only support group I knew of, I 

would have to drive quite a ways to go to and at that time it was just too 

exhausting for me to, you know, do that.”  

 
One parent (#3) also discussed the need for a screening process for the parent mentoring program. The 
parent matched with her also had a child with Autism, but the match wasn’t a good fit due to the vast 
age difference between the children; the parent mentioned that the advice was no longer relevant 
because treatment options and available services for Autistic children had changed too much.    
 
Overall, given the overwhelmingly positive feedback from parents, there is little evidence of problems 
with CARE’s quality of service or service delivery mechanisms.      

 

Summary and Conclusions  

Care Parent Network (CARE) successfully addresses the 
specific needs of parents of children with special needs by 
providing connections to services, connections with other 
parents, information packets, emotional support, and tools 
to enhance parenting skills and practices. When asked 
about the impact of CARE services, parents who did not 
report a benefit in one area, reported benefits in others. 
Families were able to access services faster, gain control 
over their child’s care, and obtain needed emotional and 
social support through challenging times.  CARE’s 
dedicated, caring, and hard-working staff played a key role 
in facilitating these outcomes.   

 

“The problem was my daughter‟s speech.  I solved it attending language classes and classes 

about how to be a better parent, talking about my needs and receiving psychological support. 

[A]s a mother I learned how to treat a child who doesn‟t talk. They made me focus on the right 

track and they informed me who I had to talk with.”       
                                                                    Parent #16 
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The stories told by these parents are poignant and speak to the hardships facing families trying to obtain 
care for their children with special needs.  In most cases, CARE services gave families the strength and 
support needed to persevere through difficulty, build important advocacy skills, and provide children the 
help they need to attain the best developmental outcomes.   
 
In addition to parent perspectives, feedback from CARE staff provided additional insight on the 
strengths and challenges of accessing local services, what families in the community need, and the 
broader social context that often determines service availability for families.  During a time when the 
need for developmental services is increasing, funding cuts have reduced the availability of these 
services.   

 
 

  

“I felt like, before I contacted CARE, that it was, that there was just no hope, that that was 

like, forever of dealing with this child who couldn‟t handle even the smallest problem, not 

going his way. But they gave me hope that he could. That with work and with support for him 

from the Regional Center, that he would be able to function, once he got older and got more 

services.”                                                                                           Parent #1 
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Appendix A: Methodology and Demographics  

Methodology  

Selecting the Sample 
Applied Survey Research (ASR) conducted interviews with 25 parents of children with disabilities who 
received services from CARE Parent Network.  The aim was to learn about parents’ experiences with 
these services, the ways in which CARE Parent Network is part of the "system" of disability services, and 
how parents learn to navigate this system.   
 
ASR selected the sample using a disproportionate stratified sampling plan.  The “stratified” part means 
that the list of those served was divided into two groups (mild and severe disability), and the 
“disproportionate” part means that different percentages of each group were chosen for interviews. 
This sample was under-represented for those with a mild disability because the experiences of parents 
whose children have a severe disability were thought to be more complex.  With limited resources, we 
wanted to hear more of these stories. 
 
The search for participants started with 376 cases of families beginning services between June 2009 and 
January 2011. Records with no telephone number (n=36), missing child's birth month and year (n=41), 
and those missing level of severity (n=6) were removed.  Older records from June 2009 (n=23) and 
recent cases from January 2011 (n= 12) were removed to either increase the likelihood of interviewees 
remembering the events or to ensure sufficient time elapsed to effect change. In addition, an age 
criteria of 6 months-3 years at time of record entry into the database was included to identify children 
who were not identified with a severe disability at birth, and therefore were likely entering the service 
system, up to the age when parents are navigating preschools.  Thus, 184 cases had complete 
information and met the above criteria.  Of these, 61 (33%) have a child with a severe disability, and the 
remainder a mild disability; 58% spoke English; 42% spoke Spanish. 

Participants received $40 Target gifts cards as an incentive for completing the interview.  

Participant demographics 

Age range of children indirectly served  

All parents reported seeking services for children between one and four years of age (see Fig. 6). 

Figure 6. Parent-reported age of child  
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Duration of Contact     

To gauge service dose for families in this sample, interviewers asked parents to tell them how long 
they were in contact with CARE and if they were still in contact (excluding contact for the interview 
reported here; see Fig. 7). Duration of contact varied from one phone call to over two years of service. 
Eleven of the 24 parents who answered this question indicated that they were still in contact with 
CARE, either through email or occasional phone contact from CARE staff.  

Figure 7. Duration and status of CARE contact  

 

Service Use    

Parents described the services they received from CARE during their interviews.  Figure 7 displays the 
number of parents who mentioned each type of service.   

As shown in Figure 8, the majority of parents communicated with CARE via the telephone or email, 
obtained referrals and received packets of materials. Some parents participated in support groups or 
with parent mentors who had already successfully navigated the system.  One parent reported 
participating in a workshop.   

Figure 8. Service use of parents  
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Appendix B: CARE Interview Protocol (English) 

FIRST 5 CONTRA COSTA – CARE PARENT NETWORK INTERVIEWS 
 
Introduction 

Hello. May I please speak with PARENT/GUARDIAN NAME?  Hi. My name is ____________ 
and I am calling on behalf of First 5 Contra Costa and CARE Parent Network. You should have 
recently received a call, letter, or email from CARE Parent Network staff about speaking with an 
interviewer about your experiences with CARE.  

Having you share experiences might take a bit of time. How about if we check in about time half 
way through the survey? Or should I call back at a more convenient time? 

This survey is voluntary, and if any of the questions make you uncomfortable, we can skip them. 
However, your answers will help CARE Parent Network improve the supports they provide 
parents.  Your participation will not affect whether or not you receive supports and your answers 
will remain confidential. Your name and contact information will not be shared with anyone. I am 
going to write down your answers to my questions and will record them as well to help me take 
notes more accurately. Today we will be talking about your child and your experiences with 
CARE Parent Network. 

CARE and First 5 want you to know that there will not be any questions regarding your 
immigration status. 

To thank you for taking valuable time to talk with me today, soon after the interview I will mail 
you a $40 Target gift card.  

(IF REFUSES TO PARTICIPATE THEN TERMINATE CALL WITH OK THANK YOU)  

(RECORD BETTER TIME TO CALL BACK, IF INDICATED.) 

Thank you so much for talking with me! 

Service Information 

Today we’ll be talking about CARE Parent Network, what support you received from them and 
how it affected you, your family, and your child.  
 

1. Can you tell me how you first became involved with CARE Parent Network?   
 

2. And who did you talk with at CARE?  (Linda, Angela, Suzie, Louise, 
other)____________________ 

 
3. Now let’s talk a little bit about your child who has received services at CARE. How old 

is (CHILD) now? 
 

4. If you were to describe (CHILD) in three words, what would you say about him/her? 

 a.      

 b.      

 c.      
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5. Thanks. Tell me a bit more about (CHILD).  

 
 
Let’s talk a little bit more about your family’s contact with CARE Parent Network. 
 

6. Please tell me about the information and supports you received from Linda or Angela 
or Susie or Louise or someone else at Care Parent Network?  

 
ONLY REFERENCE THE LIST IF NO RESPONSE OR RESPONSE BRIEF. MULTIPLE 
ANSWERS OK 

a. Phone support from staff member 

b. Given resources and phone numbers (referrals) over the phone 

c. Information packet in the mail 

d. Care notebook for keeping child’s medical and education records 

e. Participated in a support group with other parents from CARE 

f. Attended a workshop or training 

g. Was connected with another parent for support 

h. Other:          

 

7. A. About how long were you in contact with _Linda/Angela or Susie/other at Care 
Parent Network?  Your best guess is fine. 
 

B.  Are you still in contact with _ ___ at Care Parent Network?  
 

 Yes 

 No 

 Other:      

C. When was the last time you spoke with _____?  
If they spoke with Linda/Angela/Susie about doing this interview, when was the last time 
they spoke before then? 

 In the last week 

 In the last month 

 In the last two to six months 

 More than six months ago 

 Don’t know 
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D. Do you think you might contact them in the future for (CHILD)? If yes, what might 
cause you to contact them again? For what issue or problem would you call them? 

 

8. A. When you first spoke with CARE about (CHILD), what were things like for your 
family at that time? 

 
B. How did things change when you started getting support from CARE?   
 

 C. Please tell me about a time when CARE was particularly helpful. 

   What was the problem or concern? 

   How did CARE help? 

   Was the difficulty lessened or problem or issue resolved and how?  

 

Systems 

CARE is interested to know how it has been for you working with health, social service and 
educational agencies for (CHILD). 

 

 A. Can you tell me what agencies/orgs provide services for (CHILD)? Regional 
Center of the East Bay 

 School district 

 Contra Costa County Office of Education 

 California Children Services 

 Other: ________________________________ 

 Don’t know 

 

            B. What services does (agency(s) mentioned above) provide for (CHILD)? 

 

     9.    A. Did (Linda/Angela/Susie) help connect you with (above agency) or did that agency 
 refer you to CARE?  

What has been easy about working with (that service/agency)?  

What has been hard about working with (that service/agency)? 

Advocacy 

Now let’s talk about how you feel about your ability to find services and work with other 
agencies to obtain the services (CHILD) needs.  
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10. If you can think back to just before you were first in contact with Linda/Angela or Susie at 
Care Parent Network, how would you describe your confidence level at that time in your 
ability to find and obtain the services for (CHILD)? 

 

11. After getting support from Linda/Angela or Susie at Care Parent Network, how confident 
do you feel now about your ability to find and obtain the services for (CHILD)? 
(REFERENCE #6 for length of service.)   

Parent Support/Mentoring 

Now let’s talk a bit about your connections with other parents of children with special needs. 

12. Did you and another parent from CARE ever talk on the phone or meet together? IF YES 
Can you tell me about that?  

 
13. Did you ever attend a support group with other parents from CARE? IF YES Can you tell 

me about that?  

Personal 

Now let’s talk a bit about you and your needs as a parent. 

14. Tell me about raising your child with special needs. What have been the greatest 
challenges for you as a parent? What has been the most rewarding for you as a parent? 

 
15. Do you think the support you got from CARE increased or decreased any feelings of 

sadness or isolation (feeling alone) you were experiencing being a parent (or managing 
[CHILD’S] needs)?  How so? (Probe for specific examples) 
 

16. If the support you have gotten from CARE changed your relationship or how you interact 
with (CHILD) can you please tell us about that? (Probe for specific examples) 
 

17. Do you think the support you got from CARE increased or decreased any stress you 
were feeling about being a parent (or managing [CHILD’S] needs)?  How so?  
 

18. What advice would you offer to parents who have recently learned their child has special 
needs? What do you wish someone had told you?  
 

19. What else would you like to tell me about CARE Parent Network that we haven’t talked 
about yet? 
 

20. Can we share your individual comments without your name with CARE and First 5 
Contra Costa?     

 Yes 

 No 

 

That’s my last question.  Thank you for taking the time to talk to me today.  To show our 
appreciation, we will be mailing you a $40 Target gift card.    
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Appendix C: CARE Parent Network Staff 
Responses– July 2011 

 
In July 2011, CARE staff provided feedback regarding CARE families and support services. The questions 
and responses are summarized below.  
 
1. Strengths and challenges related to the local developmental service system  

 For children with special needs from birth through 5 years of age, what are the strengths of our 
local system of services?  (Include what you think is working well from a parent and/or staff 
perspective). 

 What do you think are the greatest challenges for a parent in getting services for their young 
child with special needs 0-5 years?  Include what has not worked well, and the greatest source 
of frustration that parents have expressed.  

 
2. Biggest challenges for families (as identified by Care staff) 

 Recognizing that their child may have developmental needs. 

 Understanding, and sometimes accepting, their child’s developmental needs. 

 Understanding the service system and their legal rights 

 Accessing services for their children (e.g. getting into the system, getting to services when 
transportation is an issue, etc.) 

 Uneven access to services – parents who are more effective advocates for their children are 
more successful at getting services 

 
3. Biggest strength for families (identified by Care staff as CARE Parent Network) 

 We provide emotional support for families to help them cope with the challenges of having a 
child with special needs. 

 We help families understand the service system and their rights. 

 We help families navigate the service system to access services. 

 We teach families how to advocate for their children. 

 Parents are linked with other parents with similar concerns through the mentor program and 
support groups 

 
4. Strengths of local system of services 

 Healthcare providers in the Kaiser and Contra Costa County Health System have generally been 
effective at identifying children who may be eligible for developmental services and referring to 
service system. 

 County Office of Education Early Start Programs – the County Office of Education Early Start staff 
is very responsive to parents, and they are strong collaborators with Care Parent Network staff 
and other professionals in the county. 

 Care Parent Network has good relationships with West Contra Costa Unified School District, San 
Ramon Valley Unified School District, and Contra Costa SELPA, and those relationships can be 
important in helping families to access services.  
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 Early Start case manager supervisor (as opposed to the case managers at Regional Center) in the 
Concord office of the Regional Center of the East Bay is very responsive to parents and a strong 
collaborator with Care Parent Network in working to meet the needs of children and families. 

 Care Parent Network has a strong collaboration with California Children Services (CCS) that helps 
families get the support and services they need. 

 Some system components work collaboratively to serve children (e.g. County Office of Education 
and Regional Center, West Contra Costa Unified School District and Regional Center). 

 
5. Challenges of local system of services 

 Healthcare providers’ knowledge of child development and the developmental service system 
seems to be limited outside of Kaiser and the county health system.  

 Outside Kaiser and the county health system, access to developmental assessments (not 
screenings) is limited because:  

o there are not enough developmental pediatricians 
o developmental assessments are often not covered by insurance 
o developmental assessments are too expensive for many parents to afford 

 Access to developmental services is “deficit based”, but it can be very hard for parents to admit 
to all of their concerns about their child (e.g. saying their child has a speech delay when their 
child is also showing some signs of autism). With new developmental assessment “triage 
policies” (e.g. at CCRMC), some children may end up being denied developmental assessments 
because parents are unable or unwilling to describe all of their concerns about their child. 

 Overwhelming focus on Autism Spectrum Disorders by policy makers, funders and service 
providers. 
o What about other types of developmental disabilities like Down syndrome, CP, or all the 

children who never get a diagnosis beyond “developmental disability”? All of these children 
have important needs, too. 

o Development of autism-only services is forcing parents to try to get autism diagnosis so their 
children can get access to services. 

 Training and knowledge of Regional Center case managers seems to be uneven, and training and 
knowledge matter because case managers are the first, and usually the only, line of access to 
services for children and families. 

 Care Parent Network has no relationship with Mt. Diablo Unified School District, in spite of 
efforts to build one. 

 While Care Parent Network has a good relationship with Contra Costa SELPA, working with some 
of the individual school districts represented by CC SELPA can be difficult. It can be difficult for 
Care and parents to contact a school district. Some school districts have “phone trees” that are 
difficult for parents to follow. Recorded phone information is almost always in English. 

 Some parts of the system don’t work collaboratively. 
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6. Strengths and challenges for Care Parent Network staff as a provider of support services 
What are the greatest challenges for you as a provider of support services for young children with 
special needs 0-5 years?  Include what you think is not working well in the system of services, and 
your greatest frustration as a provider in helping parents get their needs met.  

 
a. Challenges:  

 Greatest frustration: Developmental service system cuts: services are just not there to meet 
needs (e.g. change in Regional Center eligibility for Early Start; similar change in eligibility for 
school district Early Start services currently being discussed at the state level). 

 Fewer community support organizations to which we can refer families 
o loss of counseling and parent training services provided by Family Stress Center that 

were not picked up by STAND 
o staff cuts at Welcome Home Baby 

 Increasing referrals to Care Parent Network from other community agencies and 
organizations that serve families and children. 

 
b. Strengths: 

 Community outreach specialists at First 5 Centers are excellent partners with Care Parent 
Network and refer families to us.  We refer families to educational opportunities available at 
First 5 Centers. 

 
 
7. What CARE staff would change about the service system? 

If you could change one thing about the system of services for children with special needs 0-5 years 
that you have encountered as a staff member of CARE, what might that be?  And how would you as 
staff define this ‘system’ of services (so when we say ‘system of services’ we’re all saying/referring 
to the same thing)? 

 If we could change one thing, we would ensure that there are adequate and appropriate 
services for all children who need them. 

 For our definition of the “service system”, please see “service system” graphic (pdf 
/document prepared by the California Institute on Human Services, Sonoma State 
University, Funded by First 5 California  - agreement number CCFC-66916). 

 


