










  

medical homes for children can be compromised. 

For example, child and family medical history and 

expertise can be overlooked; preventive and 

primary care needs can be missed; communication 

between physicians and families can be delayed or 

incomplete; clinical information and test results can 

be unavailable; valuable time and scarce resources 

can be wasted; medical errors can occur; and 

dissatisfaction among all parties can be anticipated.5 

The burden on families is particularly acute when 

information is not shared between primary care 

physicians and pediatric subspecialists. 

To date, much of the literature on collaboration 

between primary and specialty pediatric care 

addresses access and referral problems,6 frequency 

and type of referrals,7 and communication issues.8  

Far less has been written about the actual process of 

collaboration or the necessary elements of a 

collaborative system of care that need to be in place 

to support effective and efficient interface.  

Importantly, a new report, entitled Enhancing 

Collaboration Between Primary and Specialty Care 

Providers for Children and Youth with Special Health 

Care Needs, by Antonelli, Stille, and Freeman, 

describes a new framework for collaborative models 

of pediatric care, including practical tools for 

implementing medical home care plans and 

effective communication strategies with specialists 

and families.9 The authors of this report underscore 

the challenges associated with defining and 

evaluating collaboration. 

“We are several steps away from being 
able to adequately evaluate the quality of 
collaboration in the Medical Home and its 
impact on patient care and health.  We 
must first agree on what the essential 
elements of good collaboration are, and 
then we must find a way to measure them:  

timely communication, cooperation to 
increase the proportion of “met needs” for 
families, and establishment of a care plan 
multiple providers….When measures are 
established, health outcomes must be 
determined or at least health care process 
measures, that are sensitive to the quality 
of collaboration.” 

The examples identified in this report are 

practical examples that are being used to address 

pediatric subspecialty capacity problems. These 

promising approaches were identified through a 

combination of methods. In addition to conducting 

a literature review and soliciting examples from the 

Expert Work Group and other pediatric experts, we 

sought promising approaches through various 

listservs, including several from the American 

Academy of Pediatrics, the Association of Maternal 

and Child Health Programs, the National 

Association of Children’s Hospitals, and Family 

Voices.  Each of the contributors was then 

interviewed by staff from the MCH Policy Research 

Center.  The Expert Work Group made the final 

selection of promising approaches, recognizing that 

these are just a few examples of the many 

innovative primary/specialty collaborative 

approaches that are in place across the country.   

Many other promising approaches for 

improving the interface between primary care 

providers and pediatric subspecialists are critically 

important but are not described in this report, 

including, but not limited to, telemedicine, care 

coordination/case management, expanded nurse 

roles, and informatics.  We elected, instead, to focus 

on strategies that have not been widely written 

about.   
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The promising approaches in this report 

address referral approaches (transfer of care), 

consultation approaches (one-time or limited time), 

and collaborative management approaches 

(ongoing shared management and co-located 

services). They exemplify working examples used in 

various practice settings but should not be 

construed as a formal endorsement by the Expert 

Work Group, the American Academy of Pediatrics, 

or the Maternal and Child Health Bureau. Instead, 

they are presented as practical strategies to further 

the development of effective collaboration between 

families, primary care providers, and pediatric 

subspecialists. We encourage readers of this report 

to share other promising approaches or tools for 

referral, consultation, or shared management with 

the Maternal and Child Health Policy Research 

Center by visiting our website at 

www.mchpolicy.org or by contacting 

slimb@mchpolicy.org.  
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PPRROOMMIISSIINNGG  RREEFFEERRRRAALL  
PPRRAACCTTIICCEESS  

The promising referral approaches described 

below include examples of referral guidelines, pre-

appointment management of referrals, referral 

management, and pre-visit contacts.  For each 

approach, we provide a 

description and working 

examples. 
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11..    RReeffeerrrraall  GGuuiiddeelliinneess  

            RReferral guidelines 

generally define a 

recommended set of clinical 

thresholds that indicate the 

need for specialty care. They 

may also include 

specifications about  initial 

diagnosis and management, 

ongoing management, and 

criteria for return to primary 

care.  They are often 

developed by health plans 

and medical groups based 

on clinical standards of care 

and quality and utilization 

guidelines.  As such, they 

may be specific to that 

system of care.  Two referral 

guideline approaches are 

shown below – one for 

cerebral palsy from Madigan 

Army Medical Center in 

Tacoma, Washington, and 

the other for otitis media from the Institute for Clinical 

Systems Improvement (ICSI) in Bloomington, 

Minnesota.  ICSI’s health care guidelines are also 

available for patients and families.  (For more 

information, contact Madigan Army Medical Center’s 

Public Affairs Office at 253-698-1902.) 
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44..  PPrree--VViissiitt  CCoonnttaaccttss  

      Pre-visit contacts are intended to prepare 

providers in advance of a scheduled preventive or 

chronic care visit so that the visit can be used to 

plan for the future, not to review past events. In the 

model we selected, developed by Chapel Hill 

Pediatrics and Adolescents in North Carolina,  

children with special health care needs are first 

identified and assigned a complexity score based on 

how many chronic conditions they have and their 

severity. (1= a well-controlled chronic condition; 2= an 

evolving, unstable chronic condition or 2 well-

controlled chronic conditions; 3= 2 or more chronic 

conditions, one of which is unstable; 4= any technology-

dependent patient or patient with moderate/severe 

cognitive delays; +1 for language barrier; +1 for 

behavioral disorder; +1 for 

family/social complications).  

The child’s physician then 

decides if a pre-visit contact with 

the family would be helpful, taking 

into account the complexity score.  

If so, a care coordinator contacts the 

family prior to the visit to obtain 

information on emergency room or 

specialist visits, hospital stays, lab 

tests or x-rays that occurred since 

the last visit and to ask if lab tests 

are likely to be required during the 

upcoming visit. The care 

coordinator completes the pre-visit 

contact form by asking about issues 

the family would like to see 

discussed during the visit. The 

physician is given the form as well 

as any consultation notes, lab 

results, or x-ray reports from other 

visits prior to the appointment. If 

lab work is required, appropriate 

lab slips are prepared, and the 

child/parent is given the option of 

application of anesthetic cream to 

the arm prior to the blood draw. 
 
Chapel Hill Pediatrics and Adolescents Pre-Visit Contact 

 
Date of contact:__________________ 

Patient______________________________________Chart ________________ 

Phone where reached______________ 

In order to be best prepared for your child’s upcoming visit, we’d like to know: 

1. Has your child been to the Emergency Room since your last CHP visit? ⁯ Yes ⁯ No 
If yes, where?__________________________________________________________ 
For what reason?________________________________________________________ 
Records of hospital stay?__________________________________________________ 
Ourcome/Recommendations?_________________________________________________
_________________________________________________________________________ 
 
2. Has your child been hospitalized since your last CHP visit? ⁯ Yes ⁯ No 
If yes, where?__________________________________________________________ 
For what reason?________________________________________________________ 
Records of hospital stay?__________________________________________________ 
Ourcome/Recommendations?_________________________________________________
_________________________________________________________________________ 
 
3. Has your child seen any specialists since your last CHP visit? ⁯ Yes ⁯ No 
Who?_________________________________________________________________ 
Where?________________________________________________________________ 
Specialist note is in chart ⁯ Yes ⁯ No 
 
4. Has your child had any lab data obtained or Xrays performed since last CHP visit? 
What?________________________________________________________________ 
Where?_______________________________________________________________ 
Results on chart ⁯ Yes ⁯ No 
 
5. Are there any forms or letters you’ll need to completed during this visit?  ⁯ Yes ⁯ No 
 
6. Do you anticipate your child needing lab work at your upcoming visit? ⁯ Yes ⁯ No 
 
7. What are your three major areas of concern or topics you need addressed at this visit? 
 1. 
 2. 
 3. 
Check Scheduling to be sure has adequate time!!! 
     8 

     

   
 



  

     14
  
  
 

 
                                                 

                                                                      
1 The 30 pediatric subspecialties are adolescent medicine, 
allergy and immunology, anesthesiology, cardiology, 
clinical genetics, critical care medicine, dermatology, 
developmental-behavioral pediatrics, emergency 
medicine, endocrinology, gastroenterology, hematology-
oncology, infectious diseases, medical toxicology, 
neonatal-perinatal medicine, nephrology, 
neurodevelopmental disabilities, neurology, 
ophthalmology, orthopedics, otolaryngology, pathology, 
pulmonology, psychiatry, radiology, rehabilitation 
medicine, rheumatology, sports medicine, surgical 
specialties, and urology. 
2 Freed GL, Nahra TA, Venus PJ, Schech SD, Wheeler JRC. 
Changes in the proportion and volume of care provided to 
children by generalists and subspecialists. Journal of 
Pediatrics. 2005; 146: 14-19. 
3 A medical home, as defined by Antonelli, Stille, and 
Freeman, is “an approach to providing comprehensive 
primary care in a high-quality and cost-effective manner. 
In a medical home a primary care child health professional 
works in partnership with the family/patient to assure 
that all of the medical and non-medical needs of the 
patient are met. Through this partnership, the primary 
care child health professional can help the family/patient 
access and coordinate specialty care, educational services, 
out-of-home care, family support, and other public and 
private community services that are important to the 
overall health of the child/youth and family. The medical 
home is a model of providing care to patients and families 
that is accessible, continuous, comprehensive, family-
centered, coordinated, compassionate, and culturally 
effective.”  Antonelli RC Stille CJ, Freeman LC.  Enhancing 
Collaboration Between Primary and Subspecialty Care 
Providers for Children and Youth with Special Health Care 
Needs.  Washington, DC:  Georgetown University Center 
for Child and Human Development, 2005. 
4 For more information, see www.mchpolicy.org. 
5 Antonelli et al, 2005. 
6 Kraus MW. Gulley S, Sciegaj M, Wells N.  Access to 
specialty medical care for children with mental 
retardation, autism, and other special health care needs. 
Mental Retardation. 2003; 41, 329-39.  Limb SJ, McManus 
MA, Fox HB.  Pediatric Provider Capacity for Children with 
Special Health Care Needs: Results from a National Survey of 
State Title V Directors.  Washington, DC: MCH Policy 
Research Center, March 2001.  Mayer ML, Mellins ED, 
Sandborg CI.  Access to pediatric rheumatology care in the 
United States.  Arthritis and Rheumatology. 2203; 49, 759-65. 
7 Forrest CB, Glade GB, Baker AE, Bocian AB, Kang M, 
Starfield B.  The pediatric primary-specialty care interface: 
How pediatricians refer children and adolescents to 
specialty care.  Archives of Pediatric and Adolescent Medicine.  
1999; 153, 705-14.   Freed GL, Nahra TA, Wheeler JR.  
Which physicians are providing health care to America’s 
children? Trends and changes during the past 20 years.  
Archives of Pediatric and Adolescent Medicine.  2004; 158, 22-
6.  Glade GB, Forrest CB, Starfield B, Baker AE, Bocian AB, 
Wasserman RC.  Specialty referrals made during 
telephone conversations with parents: a study from the 
pediatric research in office settings network.  Ambulatory 
Pediatrics.  2002; 2, 93-8. Jones VF, Sisson B, Kurbasic M,  
 

 
Thomas A, Badgett JT.  Subspecialist referrals in an 
academic pediatric setting: rationale, rates, and 
compliance.  American Journal of Managed Care.  1997; 3, 
1307-11. Kelly KP, Cull WL, Jewett EA, Brotherton SE, 
Roizen NJ, Berkowitz CD, Coleman WL, Mulvey HJ.  
Developmental and behavioral pediatric practice patterns 
and implications for the workforce: results from the Future 
of Pediatric Education II Survey of Sections Project.  
Journal of Developmental-Behavioral Pediatrics. 2003 
Pediatrics; 24,180-8. Kuhlthau K, Numan RM, Ferris TG, 
Beal AC, Perrin JM.  Correlates of use of specialty care. 
Pediatrics. 2004; 113, e249-55. Stoddard JJ, Brotherton SE, 
Tang SF. General pediatricians, pediatric subspecialists, 
and pediatric primary care. Archives of Pediatric and 
Adolescent Medicine.  1998; 152, 768-73. 
8 Chatterjee A, Lackey SJ.  Prospective study of telephone 
consultation and communication in pediatric infectious 
disease.  Pediatric Infectious Diseases Journal. 2001; 20, 968-
972.  Forrest CB, Glade GB, Baker AE, Bocian A, von 
Schrader S, Starfield B. Coordination of Specialty Referrals 
and Physician Satisfaction with Referral Care.  Archives of 
Pediatric and Adolescent Medicine. 2000; 154, 499-506.  Stille 
CJ, Korobov N, Primack WA.  Generalist-subspecialist 
communication about children with chronic conditions: an 
analysis of physician focus groups. Ambulatory Pediatrics. 
2003; 3, 147-53.  Stille CJ, Primack WA, Savageau JA.  
Generalist-subspecialist communication for children with 
chronic conditions: a regional  physician survey. Pediatrics. 
2003; 112, 1314-20. 
9 Antonelli, 2005. 
10 Information based on an interview with Dr. Timothy 
Harrington, July 2005.  Also, Harrington JT, Walsh MB.  
Pre-appointment management of new patient referrals in 
rheumatology:  a key strategy for improving health care 
delivery.  Arthritis and Rheumatism.  2001:45,295-300. 
11 Information based on Redlener I, Grant R, Krol DM. 
Beyond primary care: ensuring access to subspecialists, 
special services, and health care systems for medically 
underserved children. Advances in Pediatrics. 2005; 52, 9-22. 
12 Information based on an interview with Dr. Daniel 
Connor, August 2005. Connor DF, et al. Targeted child 
psychiatry services: a new model of pediatric primary 
clinician-child psychiatry collaborative care. Clinical 
Pediatrics, forthcoming. 
13 Levin A. Psychiatrists’ creativity closes rural treatment-
gap.  Psychiatric News.  2002; 40. 
14 Information base on an interview with Dr. Charles 
Onufer, July 2005. 
15 Information based on an interview with Dr. Chris 
Landon, July 2005. 
16 Information based on an interview with Catherine 
Tantau of Tantau and Associates, August 2005;  Murray M. 
Reducing waits and delays in the referral process.  Family 
Practice Management.  March 2002. 
17 Information based on an interview with Dr. John 
Gordon, Medical Director of Special Needs Program and a 
presentation, “A Tertiary Care Center Special Needs 
Program Decreases Hospitalizations of Complex, 
Medically Fragile Children with Special Health Care 
Needs,” presented at the Pediatric Academic Societies 
Meeting, May  2005.  
 
 









1438 Webster Street, Suite 400 
Oakland, CA 94612

tel: 510.238.1040
fax: 510.238.1388

www.chcf.org

CAL I FORNIA
HEALTHCARE
FOUNDATION



Reducing Care Fragmentation    44




