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Project Goals 

   
To educate primary 
care providers and 

sub-specialist about 
the diverse cultural 
needs of families of      

children & youth with 
epilepsy. 

 
 
 
 

To improve co-
management and 
communication 

between parents, 
primary care 

providers, and 
specialists by 

facilitating meetings 
between parents and 

providers as 
necessary. 

  

To collaborate with 
parent partners and 
community partners 

to create care 
partnership support 
tools such as: care 

plans; seizure action 
plans; and epilepsy 

notebooks. 
 
 
 

C
o
p

y
ri

g
h

t 
2

0
1

3
 D

a
o

 M
a

n
a

g
e

m
e

n
t 
C

o
n

s
u

lt
in

g
 S

e
rv

ic
e

s
, 
In

c
. 



www.daoconsultingservices.com 

 
Key Process Measures 

 
 Homes 

 
• Increase by 50% the number of children with epilepsy written 

medication list 
 
• Increase by 50% the number of children with epilepsy who have a care 

plan/seizure action 
 
• Increase by 50 % the number of children with epilepsy who are linked 

with a Primary Care Provider (PCP)/Medical Home (MH) 
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Six components to improve community-based system of services for 
children and youth with epilepsy and/or seizure disorders 

 
 
 

 Homes 
 

1. Partnerships between professionals and families of children and youth 
with epilepsy  
 

2. Access to a culturally competent family-centered medical home which 
coordinates care to pediatric subspecialties. 
 

3. Access to adequate health insurance and financing of services. 
 

4. Early and continuous screening for epilepsy and seizure disorders. 
 

5. Organized community services for easy use by families. 
 

6. Transition to adult health care.   
 
 



Local Level Learning Collaborative  
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• Enhanced the Learning Collaborative by recruiting new members such as 
pediatrician, specialists, school nurses, and parents.   

 

• Engaged community providers such as specialists and specialty nurse 
practitioners in community epilepsy education.   

 

• Involved parents to review all new materials and current materials to 
ensure proper cultural competency and epilepsy education for other 
parents 

  

• Parent partners served as advisors to project staff on best practices.  

 

One of the biggest challenges that we encountered was related to identifying 
the second site (Chinese community). 

 

1. Partnerships between professionals and families of children & youth 
with epilepsy 
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• PCPs reported to have varying levels of knowledge regarding epilepsy and 
seizure disorders in children and are largely unfamiliar with current 
treatment modalities 

 

• All PCPs interviewed felt that their practices always or usually provided a 
medical home, and were confident that their practices provided care 
coordination for their patients in accordance with the definition provided 

 

• Both primary care physicians and sub-specialists agreed that their staff, 
their patients’, and the patients’ families would benefit from additional 
professional epilepsy trainings and materials as well as access to non-
medical epilepsy related resources such as service coordination, 
socialization programs, vocational services, and supported employment 
programs 

 

PCPs/sub-specialists interviews summary (N=28) 
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• Reimbursement from Medicaid and other insurance providers can often 
be viewed as insufficient, and a barrier to providing appropriate primary 
and specialty care for children 

 

• The availability of support groups for children and youth with epilepsy was 
only somewhat able to meet the need 

 

• All in all, insurance was a source of major frustration to parents, and likely 
limited access to care and the choices that patients were able to make 
regarding their care 

 

• Parents were frustrated by the lack of coordination of care their children 
receive, and deem the communication between primary care physicians 
and specialists as inadequate 

 

 

PCPs/sub-specialists interviews summary, Cont. 
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All Sites Comparison (N=20) 

Background Questions Level 1 Level 2 Level 3 Level 4 Blank Total 

Knowledge of MH concept 1 7 10 0 2 20 

Knowledge of Family centered care 4 6 7 1 2 20 

I. Organizational Capacity Level 1 Level 2 Level 3 Level 4 Blank 0 

  Partial Complete Partial Complete Partial Complete Partial Complete   0 

Walker Providers 0 11 9 13 15 6 0 1 1 56 

Walker SW & Nursing 0 5 4 18 14 8 3 4 56 

Flushing Providers 2 2 2 4 5 10 2 1   28 

II. Chronic Condition Management Level 1 Level 2 Level 3 Level 4 Blank 0 

  Partial Complete Partial Complete Partial Complete Partial Complete   0 

Walker Providers 0 5 11 25 7 0 0 0 48 

Walker SW & Nursing 1 2 5 8 10 5 10 5 2 48 

Flushing Providers 0 1 2 6 3 6 0 0 6 24 

III. Care Coordination Level 1 Level 2 Level 3 Level 4 Blank 0 

  Partial Complete Partial Complete Partial Complete Partial Complete   0 

Walker Providers 3 11 14 7 7 2 1 0 3 48 

Walker SW & Nursing 2 1 7 3 16 11 7 1 48 

Flushing Providers 0 2 1 1 4 9 0 0 7 24 

 

Medical Home Self-Assessment Results 



IV. Community Outreach Level 1 Level 2 Level 3 Level 4 Blank 0 

  Partial Complete Partial Complete Partial Complete Partial Complete   0 

Walker Providers 3 5 4 2 2 0 0 0 16 

Walker SW & Nursing 2 1 2 2 5 1 3 0 16 

Flushing Providers 0 1 0 0 1 4 0 0 2 8 

V. Data Management Level 1 Level 2 Level 3 Level 4 Blank 0 

  Partial Complete Partial Complete Partial Complete Partial Complete   0 

Walker Providers 0 0 1 0 5 3 5 2 16 

Walker SW & Nursing 0 0 0 0 1 2 5 8 16 

Flushing Providers 0 0 0 0 1 3 1 1 2 8 

VI. Quality Improvement/ Change Level 1 Level 2 Level 3 Level 4 Blank 0 

  Partial Complete Partial Complete Partial Complete Partial Complete   0 

Walker Providers 4 2 0 2 4 2 0 0 2 16 

Walker SW & Nursing 0 0 1 0 7 5 3 0 16 

Flushing Providers 0 0 0 0 4 2 0 0 2 8 

 

Medical Home Self-Assessment Results 



Partner site  (N=12) 

Yes No 

# of Children with a specialist 2 10 

# of children taking antiepileptic drugs 11 1 

# of children with a seizure action plan 0 12 

# of children with a epilepsy care plan 0 12 

# of children with a home medication list 11 1 

# of youth with a health care transition plan (pediatric care to adult care 0 12 

# of children with a medical home 12  

 

Charts Review Results 
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1. Identified a pediatrician/nurses as champions to test the medical home model 
at their practices. 

2. Educated providers about the medical home concept & why they should do it. 

3. Educated parents about the medical home concept and why their child should 
have one. 

4. Participated in local and national medical home policy initiatives to raise 
awareness (HRSA and NICHQ). 

5. Utilized the Medical Home tools developed by the National Center for Medical 
Home Implementation for the partner practices. 

6. Educated parents about the medical home concept. 

7. Reached out to AAP and other local medical home initiatives for advice and 
guidance. 

8. Conducted mini sessions to educate providers and parents about the medical 
home concept and improvement model. 

 

 

 

2. Access to a culturally competent family-centered medical home  
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 In a 2008 focus group for parents of children and youth with epilepsy , 
parents expressed concerns about their child’s doctor’s attitude toward 
their cultural background and the lack of interest in knowing how to 
communicate with families from different cultures. 

 

  The group of 10 new immigrant parents from different parts of Latin America 
preferred taking their child to the emergency room, than to their regular 
doctor with whom they did not successfully establish good 
communication. 

 

Parents Focus Group  
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• Parents needed help learning how to advocate for their children in a school 
setting; this was a potential area for parent-to-parent partnerships 

 

• Some parents felt like THEY were the main health care provider for their child 
 

• Getting an appointment with a specialist was a lengthy process for some 
parents, but for others it happened within days 

 

• Communication between doctors was likely to occur when the doctors were 
within the same health system but less likely to occur between doctors in 
different health care systems 

 

• Language barriers lead to miscommunication; translation services although 
available, were used often 

 

 

 

Focus Group Lessons Learned  
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• Parents who actively sought out information and asked questions felt 
satisfied with the information received regarding their child’s health 
condition 

 

• Some patients felt like they were the expert on their child’s medications, 
while other’s preferred to defer to the doctor 

 

• All parents agreed that there was a need to research and inform themselves 
about child’s medications  

 

• The importance of clear information about treatments in their native 
language was essential 

 

 

 

Focus Groups Lessons Learned, Cont.  
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Epilepsy Parent Workshop Survey Comparison Site 
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Epilepsy Parent Workshop Survey Comparison Site 
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Summary: 
The assessment reflected a high inclined in family knowledge of epilepsy tools 
from below 20% to above 60% in questions 1 thru 7. However, these data 
revealed a slight instability towards topics related to seizure care and first aid 
from questions 8 thru 10, from close to 30% increase in question 8 and a drop 
in questions 9 and 10. This became  the focus  future parent support 
workshops.  
 
Communication and interaction between families, primary care physicians, and 
neurologist improved through the usage of the Care Book and assistance of 
Medical Home Initiative, which is shown from questions 11 thru 15. There is an 
up to 80% improvement in communication between families and health care 
providers. Overall, these evaluations demonstrated significant progress 
towards achieving better health care for children with epilepsy.  



Organization linked project to its internal resources: 

 

– Utilized the education department resources to impart epilepsy 
workshops and distributed materials to parents and providers. 

– Linked families their children to intensive follow-up or additional 
referrals such as case management, crisis intervention, and clinical 
services. 

 

Project staff worked with parents to make sure children had adequate 
access to health insurance in order to obtain appropriate services. 

 

 

 

3. Access to adequate health insurance and financing of services 
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• An internal and external referral systems was developed 
 

• Face  to face assessment with were done to find out the type of service (s) 
parents needed 

 

• Internal referrals were sent to the correct department for service and  
follow up 

 

• If external referrals, the care coordinator contacted the agency directly for 
follow-up  

 

• 153 families were successfully referred for crisis intervention, case 
management, or clinical services. 

 

• 225 epilepsy workshops were completed by the organization education 
department 

 

 

3. Access to adequate health insurance and financing of services, Cont. 
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• Offered culturally competent epilepsy education for parents at head star 
programs                                                                                                                                                                                                                                                     

• Provided in person education or literature at pediatric clinics in order for 
parents to have the information about epilepsy                                                                               

• Worked with early intervention programs to disseminate education materials 
to parents                                                                                                                                                                                                                                   

• Worked with the New York City Department of Health-Division of Children with 
Special Needs to develop a resource system 

 

Objectives were evaluated as follow: 

• Scheduled at least 1 head start presentation a month, targeting the Hispanic 
and Chinese communities 

• Provided epilepsy information in Spanish and Chinese to agencies working with 
these populations. 

 

 

 

 

4. Early and continuous screening for epilepsy and seizure disorders 
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5. Organized community services for easy use by families 

• Develop a bilingual resource guide for families and organizations 
 

• Established a Memorandum of Agreement with community-based 
organizations and health care clinics in order exchange and share information 
about patient’s services 

 

• Engaged pilot sites to promote not only health care services but also 
community resources such as early intervention programs, social services, and 
education information to families of children with epilepsy 

 

Objectives were evaluated as follow: 

• Identified about 50 different community-based organizations serving the 
Hispanic and American Chinese communities in the Bronx, Manhattan, 
Queens, and Brooklyn 
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6. Transition to adult health care 

 

•   Developed a health care assessment plan 

•  Translated health care transition assessment in Chinese and Spanish 

•  Tested tool with 20 youth 

•  Distributed health care transition to schools and clinics 

•  Made tool accessible to youth and parents 

 

Objective were evaluated as follow: 

• Tested the English version with 26 families 

• Made revisions based on comments and feedback 
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Cultural Competence Medical Home (CCMH)® 

 
1. Culturally Accessible 
 
1. Linguistic Comprehensive (verbally, written, visual, body language) 
 
1. Culturally Competent Resources Coordinated 
 
1. Culturally Educational  
 
1. Family-centered 
 
1. Continuous Holistic Approach 
 
1. Compassionate  
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• Patient with chronic health conditions come from many different cultural 

backgrounds  
 
• Helping patients understand and accept the medical home concept  
 
• Ensure that patient’s cultural differences are understood and addressed 

according to their individual needs 
 
• Patient’s cultural beliefs come first before any medical facts or statistics 
  
• Cultural competence and diversity must be one of the top priorities when 

implementing patient-centered medical home   
 
 

 
 
 

 

 
 

Cultural Competence Medical Home (CCMH)® 
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Cultural Competence Medical Home (CCMH)®, Cont. 
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Cultural brokers help families/providers bridge the cultural divide 
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Why Cultural Brokering? Community attitudes about epilepsy 
 
•According to a community-based survey conducted by EFMNY in 2007 and 
2008, about 40% of Hispanic adults stated that they believed that epilepsy 
was contagious and that their parents and grandparents had told them not to 
approach or touch someone having a “fit” because they would “catch it.” 
Hispanic adults also expressed the belief that someone having a “convulsion” 
was possessed by an “evil spirit.” 
 
•The results showed that about 90% of parents were not satisfied with their 
children’s specialty care or care provided by specialists. Parents expressed a 
number of concerns about their doctors including lack of cultural sensitivity, 
inability to “connect” with them, and lack of communication. 



Cultural brokers help families/providers bridge the cultural divide 
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Why Cultural Brokering? Community attitudes about epilepsy 
 
•Lack of knowledge among physicians about the cultures and language of the 
populations served - According to information gained from interviews, the 
doctors treating children and youth with epilepsy and their families were not 
sure about how to deal with what they perceived as families’ resistance to 
epilepsy treatment and services.  
 
•The doctors noted that even though they used interpreters when serving 
families with limited English proficiency, the families seemed to be missing 
important information about their children’s care. 
 
•The doctors were unable to connect with the families because they were not 
effectively learning about and addressing the families’ values and beliefs 
about epilepsy and its treatment. 



Cultural brokers help families/providers bridge the cultural divide 

www.daoconsultingservices.com 

Cultural brokering has been defined as a health care intervention through 
which the professional increasingly uses cultural and health science 
knowledge and skills to negotiate with the client and the health care system 
for an effective, beneficial health care plan (Wenger, 1995). 
 
A cultural broker can serve as a liaison, cultural guide, and mediator among 
patients, their families, and health care providers and organizations. A 
cultural broker can also serve as a catalyst for change to assist health care 
providers and organizations in adapting policies and practices to the cultural 
contexts of patient populations and communities served. 
 



Cultural broker interventions outcomes 
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• Some of the pilot sites, started to train residents about cultural and 
linguistic competence 

 

• Cultural issues became an important consideration to address during case 
conferences 

 

• Better communication between families and providers 
 

• Families became more confortable at sharing information and more willing 
to talk honestly about what they were doing in caring for their children  

 

• Providers improved their openness to receive information about family 
approaches to caring for their children that may differ from their medical 
recommendations 

 

• One of the most important outcomes was better partnerships between 
providers and families to create shared solutions to issues of care for 
children with epilepsy. 



Cultural broker interventions outcomes, Cont. 
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• Cultural brokering was sustained at some of the pilot sites 
 
• One pilot site funded the care coordinator, who continues to work as a 

cultural broker for families seeking specialty care 
 
• In the past, attempts to provide support groups for families were not 

successful, but with the relationships and trust built by the cultural broker, 
one of the sites was able to offer this service for families. 



A high-Level Performing Practice Can… 

• Communicate in cross-cultural context 

• Provide services 2 or more languages 

• Access to interpret and/or translation services 

• Advocate with & on behalf of patients & their 
families 

• Negotiate health, mental health & other 
service delivery system 

• Communicate well with patients 

• Treat patients with respect, listen to them, 
give them information and keep 
communication lines open 

• Insure for accurate communication of 
information in languages other than English.  
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Caribbean-Hispanic/ Asian-Chinese 
Tools/Products Developed 

Care Plan (Bilingual: Spanish/English) 
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Caribbean-Hispanic/ Asian-Chinese 
Tools/Products Developed, Cont. 
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Caribbean-Hispanic/ Asian-Chinese 
Tools/Products Developed, Cont. 
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Caribbean-Hispanic/Asian-Chinese 
 Tools/Products Developed, Cont. 
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Tools tracking  

1. External follow-up tracking 

 

 

 

No. 
Name 

(Parent) Youth Age 
State-

Services 
Epilepsy 

ONLY 
Home 

Address Boro State Zip  Phone Email Nationality Tool(s) 
Transition 

Plan Month 

 

2. Internal follow-up tracking Medicaid Service Coordination Department 

Location/Agency Seizure Action Plan Care Plan Medication List Transition Plan Follow-up 

Timeline  

EFMNY MSC Given to MSC 

1/15/10 
30 day follow-up 

(distribution) 

 

60 day follow-up 

(plans completed by 

specialist) 
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Primary/specialist communication log 

 

 

Specialty Care Provider 

 
Medical Home Provider 

 

Parent 

Primary/Specialist  

Circle of  Communication 
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Care Manager 



Project accomplishments 

1. Montefiore Hospital integrated the seizure action plan into their internal 
electronic medical records.   

2. Through the EFMNY intervention, CBW and Beth Israel epilepsy clinic 
continued providing epilepsy education/training to their families and staff.  

3. Partners continued with access to epilepsy resources for their families and 
staff through the partnership created with EFMNY (i.e., epilepsy literature) 

4. Statewide distribution of seizure action plan was sustained through New 
 York State Department of Health. 

5. Cultural competence education for providers was sustained through links 
to online curriculums developed by the NCCC, the usage of bilingual tools, 
and the cultural competence & access to health care guide developed by 
EFMNY. 

6. The cultural broker model was sustained through the continued presence 
of  EFMNY staff at least to two partner sites. 

 

 



7. Conducted follow-up assessments on the medical home, tools usage and 
 implementation by our partners.  Example: 

• Quarterly follow-up assessment 

• Six months follow-up assessment 

• Annual follow-up assessment 
 

8.  Provided in person surveillance, to the work continued by partners as 
 follow: 

• Continued visiting 3 out of 4 partners on a monthly basis to assess 
ongoing family educational workshops.  In addition to monitor the 
seizure action plan, care plan, and note book implementation with 
new patients. 

 

9.  Developed and implemented a media campaign targeting Hispanic and 
 the American Chinese communities 

 

Project accomplishments, Cont. 



• Bilingual Care Book 
– Provided parents training on care book usage 
 

• Bilingual Health Care Transition Plan  
 Bilingual – English/Spanish & English/Chinese) 

– Some partners implemented the care plan for children/youth with 
epilepsy, and was modified for other groups such as teens with autism 

  
• Bilingual Seizure Action Plan 

– It was implemented at schools  
 
• Medical Home Initiative 

– Provided assistance to a FQHC in initiating the medical home approach 
for children with epilepsy 

– 2 more New York City pediatric departments has requested our 
assistance with the medical home initiative. 

 

Project accomplishments, Cont. 



Project accomplishments, Cont. 



Project accomplishments, Cont. 



The Medical Home Model in a Culturally  
Diverse Community  

 

Video 
  

https://www.youtube.com/watch?v=JYP7r7g8QFE (short version) 

http://vimeo.com/24466467 (Full version) 
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https://www.youtube.com/watch?v=JYP7r7g8QFE
http://vimeo.com/24466467


Patient/Family-Centered Medical Homes   
Selected Primary Care Initiatives 

 

• Patient-Centered Primary Care Collaborative (PCPCC) 
 http://www.pcpcc.net 
 

• AAP National Center for Medical Home Implementation                                         
 http://www.medicalhomeinfo.org/ 

 

• AAFP TransforMED  
 http://www.transformed.com 

 

• NCQA Patient-Centered Medical Home 
 http://www.ncqa.org/tabid/631/default.aspx 

 

• AAFP – Road to Recognition: Your Guide to NCQA Medical Home 
 http://www.aafp.org/online/en/home/membership/initiaties/pcmh/afpleads/aafppcmh/ncqaquide.html 

 

• PCPCC – Proof in Practice 
 http://pcpcc.net/files/PilotGuidePip.pdf 
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Video Resources 

• Think–Speak–Act Cultural Health: Part 
1https://www.thinkculturalhealth.hhs.gov/FlashPlayer/play508.asp?Video=QHpart1 

 

• The Medical Home Model in a Culturally Diverse Community                                                                     
Dao Management Consulting Services, Inc. 

 http://vimeo.com/user7168375/medicalhomemodelculturallydiversecommunitycultural-broker 

 

• Medical Assistants: Addressing Language and Culture in Health Care 
Practices Medical Leadership Council on Cultural Proficiency California Academy of Family        

Physicians and CAFP Foundation 

 http://www.vimeo.com/15822032 
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https://www.thinkculturalhealth.hhs.gov/FlashPlayer/play508.asp?Video=QHpart1


Contact Information 
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Helen Dao, MHA 
President & CEO 

Dao Consulting Services, Inc. 

 

285 West Side Avenue 

Jersey City, NJ 07305 

Tel.: 201-448-2046 / 201-686-7152 

Email: helen@daoconsultingservices.com 

National Center for Cultural Competence 
Georgetown University Center for Child & Human  


