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What is a Medical Home?

A medica homeisnot abuilding, house or hospitd, but rather an approach to providing hedth
care sarvices in ahigh-qudity and cost- effective manner.  Children and their families who have a
medica home receive the care that they need from a pediatrician or other physician whom they
trust. Pediatric hedth care professonds and parents act as partnersin amedical hometo
identify and access dl the medica and non-medical services needed to help children achieve
their maximum potentid. The American Academy of Pediatrics believes that the medica care of
infants, children and adolescents should be:

= accessble,

= continuous,

= comprehensive,

= family-centered,

= coordinated,

= compassionate, and

= culturally effective
These characterigtics define the medical home.
(American Academy of Pediatrics, 2002)

It isimportant to redize that medical homeis both a concept and a set of principles, and as such
isdifficult to define and measure. However, there is growing endorsement of the medica home
coneept including statements by the American Academy of Pediatrics and the American
Academy of Family Physcians. The 2010 Action Plan for Children with Special Health Care
Needs (CSHCN) is atenyear plan developed and promoted by the Maternal & Child Health
Bureau in the Health Resources and Services Adminigtration of the U.S. Department of Hedlth
and Human Services, and endorsed by the American Academy of Pediatrics, Family Voices, the
March of Dimes and over 50 other nationa organizations.

The Action Plan includes the specific goa of assuring amedical homefor dl children with

gpecia hedth care needs by 2010. Paralld efforts to promote the concept of medical home as

well as the necessary work of developing operational measures for medical home will be

proceeding together over the next decade at both the state and nationd levels. In this context,
children with specid hedlth care needs are defined as. those who have or are at increased risk

for a chronic physical, developmental, behavioral, or emotional condition and who also require
health and related services of a type or amount beyond that required by children generally.

Hedthy People 2010 offer asat of hedth godsfor the nation and reflects current hedth planning
a the nationd level. The nation’s hedlth plan recognizes that the key to improving care for
CSHCN liesin asystems gpproach to organizing and delivering that care. Objective 16-23 of
Hedlthy People 2010 isto “increase the proportion of states and territories that have service
systemsfor children with specid hedth care needs.” Achieving this objective has been further
defined by the federd Maternal and Child Hedlth Bureau as accomplishing Six core outcomes
(U.S Dept. of Health & Human Services, 2001):

1. Familiesof CSHCN will participate in decison making a dl levels and will be stisfied
with the services they receive.

2. All CSHCN will receive regular ongoing, comprehengve care within amedical home.

3. All families of CSHCN will have adequate private and/or public insurance to pay for the
services they need.

4. All children will be screened early and continuoudy for specia hedlth care needs.
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5. Community-based service sysemswill be organized so families can use them esslly.

6. All youth with specia hedlth care needs (Y SHCN) will receive the services necessary to
make trangtionsto al aspects of adult life, including adult heath care, work and
independence.

This background brief has been prepared for the Massachusetts Consortium for CSHCN as afirst
step in assessing the readiness, capacity and early signs of implementation of medical homes for
CSHCN in the Commonwedl th.

Reflectionson Medical Home... from a generalist primary care provider:

Providing excdlent community-based primary care for children who may have specid hedth
care needs (CSHCN) is a challenge that is emerging only now for generdist physiciansto
recognize, confront and meet. Many Massachusetts physiciansin the 1940's and 1950's
supported the statewide perception and policy that indtitutional care for children with serious
disabilities and specidized needs was most appropriate. Consequently, community physicians
rarely encountered children with sgnificant disabilitiesin their offices. The 1960'sand 1970's
saw afundamenta policy shift away from indtitutiona care to community based care, and
medica advances of the 70's and 80’ s brought new technologies and treatments for criticaly il
newborns and chronic illnesses that resulted in remarkable improvementsin surviva.
Implementation of anew community based focus in the 1980’ s included marked expansion of
family servicesto support CSHCN in their homes and a gradua growth of community based
group homes and other supports for adults with disabilities.

Traditional pediatric primary care was, however, designed for the 80% of children who do not
have specid hedth care needs, with afocus on preventive services and acute illness management
through asingle sarvice unit:  the provider-patient encounter. The typical medica student or
resident experience of an ambulatory office encounter with a child with specid hedth care needs
was an exam room surprisingly filled with complexity, people and problems, and remarkable
particularly for interfering with the otherwise comfortable, controlled, “well-oiled machine’
patient flow and office atmaosphere. The prescribed encounters and available resources did not
fit CSHSN, and the needs themsalves were unpredictable and, often, unimaginable.

For the practicing generdigt in the 1990's, while the chalenge might have been inviting and the
parent involvement refreshing, the “cost” in office disruption combined with the increasing
sgueeze on office resources associated with managed care contracting made it hard to embrace
caring for CSHCN. What has become clear, in retrogpect, was the fundamental mismatch
between the way typicd generdigt offices organized and delivered care for the vast patient
mgority, and the needs of CSHCN. It isaso clear from the emerging patient safety literature
that working harder will not help. The complexity of care required for CSHCN whether medicdl,
educationd, socia, economic, or spiritua requires re-evauating the sysem in which careis
rendered not grester effort within the “old” system.

Medicad homeis, fundamentally, an approach to providing hedth care servicesin ahigh-qudity

and cost-€effective manner in an environment where hedlth care professionals and parents act as
partners to identify and access dl the medicad and non-medical services needed to help CSHCN
and their families achieve their maximum potentid. It is characterized by the saven “Cs’: care
which is accessible, family-centered, comprehensive, continuous, coordinated, compassionate,
culturally competent. Many generdist physicians will, after aglance at this description,

conclude, “1 dready do that” in my office. The devil is, however, in the details but, unlike

making sausage or legidation, generdist physicians are enlightened by gaining an awareness of
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what goes into building and providing amedica home. With medical home, the opportunity to
benefit patients by revisng the way careis organized and ddivered isin the details. As
physicians have the opportunity to explore various resources, participate in training and review
relevant materias, they will be seeking answersto these basic questions. Where did the concept
of medical home come from? What isit? Why isit necessary? How doesit fit with my current
practice? It isin the answer to these questions that physicians will come to appreciate the power
inherent in medical home to improve both the quaity of care and hedth outcomes for CSHCN,
their families and our communities.

M assachusetts L eader ship Activities Help to Build M edical Home Capacity

The medica home concept has grown out of work at the nationd level addressing the adequacy
of primary care for dl children, and especialy the opportunities available within community
based primary care settings for improving the quality of systems of carefor CSHCN. The
process of operationdizing the medica home concept began in earnest in 1992 with a specific
policy statement by the American Academy of Pediatrics (Dickens MD, Green JL, Kohrt AE,
1992) followed by an investment in research, demondtration and training programs throughout
the country. These efforts have examined a number of issues highlighting the complexity of
providing comprehensive and coordinated care for this population of children and families.
Massachusetts has been aleader in refining the medical home concept. A number of pilot
projects in the Commonwedth have demongtrated effective d ements of the medica home mode
working with smdl groups of CSHCN or sub-populations. In addition, anumber of new
initiatives are currently engaged in evauating specific Srategies for supporting a system of
medica homes.

Nine Massachusetts projects or activities that have contributed to building capacity for medica
home development are briefly described. Although severd of these activities were not
specificaly designed to demondrate the medica home concept, they have helped advance the
process of defining medica home by demonstrating a component, and in o doing have set the
groundwork for a statewide focus on medical homes for CSHCN.

1. DPH-DMA Managed Care Enhancement Project. In 1994, as enrollment into Medicaid
managed care began in Massachusetts, DPH and DMA teamed up to develop ajoint
qudity improvement project aimed at ensuring that managed care would work well for
CSHCN and their families. With support from the federd MCHB, the agencies carried
out a needs assessment survey of parents and primary care providers of CSHCN enrolled
in MassHed th managed care. The needs assessment was followed by severd pilot
interventions to address the needs identified, including the assgnment of a Specia Care
Coordinator in primary care offices to enhance PCP capacity to carry out effective care
coordination. The project was completed in 1999 with the development of a Resource
Manua for families of CSHCN, and an evauation of the Specid Care Coordinator pilot
intervention.
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2. Pediatric Alliance for Coordinated Care (PACC). The Pediatric Alliance for
Coordinated Care isamedica home demondiration project initiated in 1997 and
coordinated through the Division of Genera Pediatrics at Children’s Hospital. Operating
in 6 community-based pediatric Stesin Massachusetts, and serving 154 CSHCN, the
PACC project has been conducting a study of a coordinated approach to primary care that
includes specidized supports and training for physicians, nurses and families, and the
impact of this package of medica home services on hedth outcomes, service utilization
and family and provider sstisfaction. In 2000, PACC published a physician operations
manua for implementing amedica home. (Slva TJ, Sofis LA, Palfrey JS, 2000)

3. Massachusetts Mental Health Services Program for Youth (MHSPY). The MHSPY
program began as a Robert Wood Johnson Foundation supported project in 1997, as one
of 12 date replication Stes designed to test the origind MHSPY mode for children with
serious emationd disturbance, in amanaged care setting. MHSPY serves 30 childrenin
the Cambridge- Somerville area who are Medicaid eigible and who aso receive services
from one other Sate agency or school, offering an integrated, community based
dternative to children who are at risk for out of home placement. Unique features of the
program include being linked to a primary care provider, integration of physica hedth,
mental health and substance abuse trestment services, and a care planning process that is
family-focused and community-based. Families participate in the design of an
individuaized plan of care including access to non-traditiona services and supportsin
the home, school and community. These services are supported with blended funds from
the Departments of Menta Hedlth (DMH), Socid Services (DSS), Y outh Services (DY S)
and Educeation (DOE) and the Divison of Medicd Assstance (DMA).

4. Special Kids/Special Care. Thisprogramisamedica pilot project initiated in 2000 to
serve children in foster care with specia health care needs who require complex medica
management and skilled nuraing care, or skilled assessment or monitoring related to an
unstable medical condition. The program is a collaboretive project of DSS, DMA and
Neighborhood Hedlth Plan. Special Kids/Special Care offers a nurse practitioner focused
model of managed care for specia populationsin the context of an active primary care
seiting. Components of the mode include care coordination, collaboration between
foster families and providers, facilitated access to network providers and updated and
detailed comprehensve information on patients and their needs. This program currently
serves 40 children in the custody of DSS in Massachusetts.

5. Massachusetts Medical Home Initiative. The Massachusetts Medicd Home Initiative
was established in January 2001 when Massachusetts was invited by the nationa
American Academy of Pediatrics (AAP) to participate in the first Nationa Medical Home
Conference. The Massachusetts Medica Home Steering Committee operates asa
subcommittee of the Massachusetts Consortium for CSHCN, and provides alink for
Massachusetts to the resources of the National Center of Medical Homes Initiatives for
Children with Special Needs at the AAP. Massachusetts has been sdlected as one of four
datesto receive asmall grant to support work to develop medicd home initiativesin the
Commonwesdlth, and to serve as a mentoring team for another state’ s Medica Home
Initiative.
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6. Providing a Medical Home: The Cost of Care Coordination in a Community-based
General Pediatric Practice. With the support of the federd MCHB, in 2000,
pediatricians at Nashaway Pediatrics, agroup practice within UMASS Memorid
Community Medica Group, conducted a study to determine the costs of providing care
coordination servicesto CSHCN in agenera pediatric practice. Using a standardized
coding format, over 95 study days, the practice measured the time spent by al gaff in
performing activities relaing to coordinating comprehensive care for CSHCN. Services
for which reimbursement could be received were not included in the andyss. During the
study time frame, 774 encounters were logged representing care coordination activities
for 444 separate patients. Using asystem for classfication of clinica complexity, the
most complex patients congtituted 11% of the population of CSHCN, but were the subject
of 25% of the care coordination encounters. 51% of the encounters were attributed to
non-medica care coordination needs including managing referras to sub-specididts,
education program consultations and consultations on psychosocia issues. Based on
nationa salary and benefit benchmark data, the cost of providing care for CSHCN in this
practice of four FTE physicians and one FTE nurse practitioner is between $27,000 (25
percentile) and $42,000 (75" percentile). (Antonelli RC, 2001)

7. DPH Care Coordination Project. In 2001, The Massachusetts Department of Public
Hedth began anew initiative to collaborate with primary care practices in the saeto
enhance care coordination for CSHCN. This pilot project supports a nurse educator to
assist practices across the state to link with existing DPH resources aswell as
community-based services for CSHCN and their families. In addition, primary care
practices are collaborating in a demondration and evaluation of office based care
coordination. Seven (7) primary care pediatric practices have been sdected as
partnership sites and now have a DPH funded care coordinator working directly in their
practice. The program is expected to expand to 20 sites by 2003.

8. Massachusetts Chapter of the AAP (MCAAP). The MCAAP has formally endorsed the
principles of the Medical Home Policy statement of the AAP aswell asthe 2010 Action
Pan for CSHCN and took the leadership in bringing the National Medicd Home training
program to Massachusettsin November 2001. The MCAAP is now working to develop a
mentoring and support strategy for assisting pediatricians to expand their capacity to
provide Medica Homesto CSHCN.

9. “Every Child Deserves a Medical Home” Shriner’s Hospital/AAP National Medical
Home Training Program. 1n November 2001, Massachusetts hosted the National
Medica Home Training program, aone-day curriculum-based conference that offered
gpecific training on the common eements of medica home, and showcased practice
modéels, policies and procedures for providing comprehensive, coordinated, collaborative
care. A totd of 158 people participated including physicians, alied hedth providers, and
familiesof CSHCN. A second national medical home training program is scheduled to
be held in Springfield, Massachusettsin 2003.
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Statewide Physician Capacity

The Massachusetts Board of Registration in Medicine licenses 31,813 physicians, of which
22,642 report their business address within the Commonwedlth. Current registrations include:

= 1,955 identified as Board certified in Pediatrics

= 2,001 identified as primary specidty Pediatrics

= 1,401 identified as Pediatricians- no speciaty

= 1175identified as Family Practice specidty
The MCAAP reports 1,725 physician members. The Massachusetts Academy of Family
Physicians has 704 active members, and 84 life members. Information on geographic digtribution
isnot readily available a thistime.

Primary Care Provider Interest & Satisfaction in Caring for CSHCN

One indicator of system readiness to develop and implement medical homes for CSHCN is
physician interest in current medicd home initiatives throughout the Commonwedth. The
medical home training program held in Boston in November, 2001, attracted 158 participants, of
which 63 were physicians practicing in Massachusetts. The recent DPH care coordination
project received twelve letters of intent, and Sixteen actual gpplications from pediatric primary
care Stesinterested in collaborating with the Department in demonstrating an office based care
coordination model for CSHCN. Two new grant supported activities that are designed to
improve child and family heglth within amedica home modd of care have engaged the interest
of three additional pediatric practices in central Massachusetts. An attempt to provide an
unduplicated count of physicians demondtrating interest in medical home rdated initiatives
estimates the number as 75-80.

What do we know about pediatric primary care providers satisaction with ther
ability to provide comprehengve and appropriate primary careto CSHCN?

A number of surveys of pediatric primary care providers conducted at the state, regiond and
nationd levels have included questions that reflect on dements of the medica home. These
surveys have been designed to assess provider satisfaction, and identify the chalengesinvolved
in providing qudity primary care for CSHCN. Reevant findings from four such surveys are
briefly highlighted below.

1. Assessing the Quality of Managed Care for CSHCN: Results of a Regional Survey of 253
Pediatric Primary Care Providersin 4 New England States, 1995-1996. Two hundred fifty-
three (253) providersin four New England states (CT, RI, NH, VT) caring for CSHCN
responded to this regional survey and reported moderate satisfaction with their gbility to
provide appropriate primary care for CSHCN. Slightly more than haf (53%) reported that
they were somewhat satisfied with adequacy of time to meet with child and family; 56%
reported being somewhat satisfied with their access to specialized clinical information, and
54% with their communi cation with specialty care providers. Thelowest leve of satisfaction
reported within the primary care domain was with their access to consultation and supports
to assist in managing psychological or emotional needs of child and family, with 53%
responding they were not satisfied. Seven additiond items clustered in the domain of Care
Coordination demonstrate Smilarly moderate levels of satisfaction among pediatric primary
care providers with their ability to appropriately coordinate care for CSHCN. (New England
SERVE, 1997)
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2. DPH-DMA Managed Care Enhancement Project: Survey of 194 Primary Care Providers,
2 Focus Groups, 1996. As background for the Managed Care Enhancement Project, the
Department of Public Hedlth surveyed pediatric primary care providers across the
Commonwedlth and conducted focus groups. Results from 194 completed surveys indicated
that only 57% of providers were very sttisfied with their relationship with parents of
CSHCN. Providers noted that time congtraints, poor communication, uncooperative families,
and parent stress were associated with their dissatisfaction. Additiondly, only 45% of
providers surveyed were very sdtisfied with their relationship with specidists to whom they
refer CSHCN. Factors associated with dissatisfaction with relationships with specidty care
providersincluded lack of communication, inaccessibility, lack of teamwork and cooperation
and difficulty in coordination of care. (Mass. DPH, 1996)

3. Shared Responsibilities Project: Survey Resultsfrom 172 Pediatric Primary Care
Providers Affiliated with Neighborhood Health Plan (NHP), 2000. As part of a qudity
improvement project for CSHCN conducted in collaboration with New England SERVE,
NHP surveyed dl of its pediatric primary care providersin 2000 and met with a 46%
responserate. Thisincluded responses from 172 pediatric providers at 31 primary care Sites
across the state. The survey was designed to tap provider experiences caring for CSHCN in
managed care, and included questions about both their ability and satisfaction with their own
capacity to deliver appropriate primary careto CSHCN. Providers reported that they do not
fed they have enough time to meet with CSHCN and their families. Onein ten say they
never have enough time, while an additiona 35% say they rarely have enough time, and 41%
say they sometimes have enough time to meet with CSHCN and their families. Despite
congraintsin the primary care setting, 64% of the providersin this survey expressed a
willingness and capacity to increase the number of CSHCN in their practices: 13% said they
were interested in caring for more CSHCN regardless of additiona supports being available;
51% gdated an interest in increasing the number of CSHCN in ther practice if they wereto
recelve additiona supports such astraining, additiond time for office vists and care
coordination, changes in productivity standards, and information on available community
resources. (NHP and New England SERVE, 2000)

4. National AAP Periodic Survey #44, Summer 2000. A nationd survey by the AAP of its
members was conducted in 2000 to determine the extent to which pediatricians are providing
medica homesto CSHCN. Pediatricians reported that 27% of children in their practices met
the MCHB definition of CSHCN; 94% reported providing 24-hour/7 days week telephone
access to thelr patients, 69% provided emergency care on evenings and weekends. 60%
report providing Saturday morning appointments; 43% weekday evening gppointment times.
While alarge mgority (71%) of pediatricians felt they aways provided care coordination
within the context of amedica home, only 24% aways contacted schools, 41% dways
discussed non-medica needs, and only 19% aways provided an appointment to discuss the
results of sub-specidist consultations. (AAP, 2000)
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Family Awareness & Family Satisfaction with Primary Care for CSHCN

What do we know about family satisfaction with the caretheir child receivesfrom ther
primary careprovider and higher gaff?

A number of surveys of families caring for CSHCN conducted at the state, regiond and nationa
levels have included questions related to primary care, family support and care coordination, all
attributes of medica home. Sample findings from five such surveys are highlighted below.

1. DPH-DMA Managed Care Enhancement Project: 4 Focus Groups and 321 Family
Surveys, 1996. Focus groups and family survey findings from this project indicated that
coordination of health care with school services was a problem for families. Survey results
indicated that coordination of carein hospital discharge planning, home care and school
health services needed improvement. The results of the survey aso showed that families
have had difficulty obtaining support in anumber of areas, such as mentd hedlth counsding
(for their child, themsdves, other family members), family to family support, respite,
coordinating medica appointments, and school and Early Intervention enrollment. (Mass.
DPH, 1996)

2. Family Voices: Your Voice Counts Survey - 103 Massachusetts Families, 1998-99.
Between March 1998 and April 1999, Family Voices and Brandeis University conducted a
nationa survey of the health care experiences of families of CSHCN. Familieswere
randomly selected from state Title V programs serving CSHCN and Family Voices mailing
ligts. In Massachusetts, 103 families completed the Y our Voice Counts survey. The
descriptive data below provides some indication of the level of Medical Home services
described by these families of CSHCN.

= 97% of children surveyed have a primary care provider (PCP)

= 74% report that the PCP has the necessary skills and experience

= 83% report that their satisfaction with their child’'s most important doctor including
the family in decison-making and planning is “excdlent” or “good”

= 86% report that their satisfaction with the child’s most important doctor respecting
culture, ethnic identify and religion is “excdlent” or “good”

= 78% report that their satisfaction with their child’s most important doctor
communicating with other providersis“excelent” or “good”

(Family Voices, 2000)

3. Shared Responsibilities Project: 542 Family Surveys, 2000. As part of aquality
improvement project for CSHCN, Neighborhood Health Plan (NHP) surveyed families
caring for children identified aslikely to be CSHCN, and asked about their experienceswith
primary care, specidty care, care coordination, menta hedlth, thergpeutic services,
emergency and inpatient care, medical supplies and equipment, and member services.
Results of 542 family surveys (309 English/233 Spanigh) in the area of Primary Care indicate
that nearly three-quarters of families report having enough time to meet with their child's
primary care provider (PCP), while only haf of familiesindicated thet they get help from
their child’'s PCP in addition to office vidts, 44% of families reported that their PCP and
Specidty care providerstak regularly; 37% of those surveyed do not know if their child’'s
providers communicate regularly. Thirty seven percent of families reported that they receive
help coordinating their child's care from their primary care site; 45% reported that they did
not get any help with care coordination. Families identified the need for additional assstance
in coordinating hedlth care and educationa services. Additiona care coordination needs
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identified by families included help getting needed services such as transportation, adaptive
equipment, digposable medica supplies and home nursing. (NHP and New England SERVE
2000)

4. MassHealth Managed Care Member Survey 2000-2001. The 2000-2001 DMA Child
Member Survey of children enrolled in one of 5 Medicaid managed care plans (Boston
Medica Center Hedth Plan, Fallon, NHP, Network Health, and PCC Plan) used the
Consumer Assessment of Hedlth Plans Study (CAHPS) survey ingrument, including anew
series of questions that were under review by the Nationd Committee on Quality Assurance
(NCQA) as possible supplements to the CAHPS core instrument. These supplementd items
were designed to better capture the experiences of CSHCN, and included a battery of itemsto
identify CSHCN, and a series of questions concerning medical decision-making, family
centered care, coordination of care, and communication. The DMA Child Member Survey
was distributed to 600 children from each of the contracted HMOs, and an additiona 1,800
children drawn from the PCC Plan, for atotal sample of 4,200; 2,319 Child Member Surveys
were completed.

Results were analyzed for the subset of approximately 600 children identified as CSHCN
(across dl five plans). Sample results listed below show the median responses to specific
items within each of three composite scores, Information from Doctors, Making Decisions,
and Getting Special Care that may be consdered to contribute to medical home. It should be
noted that these items are written to alow families to report on amix of experiences from
primary care, specidty care and any other hedlth care providers who help them by
responding to questions, providing information about their child's care, areinvolved in hedth
care decison-making, or assst familiesin accessng specid services.
Information from Doctors:
= 57% of CSHCN families report that their child's doctors or other hedlth care
providers. always made it easy to discuss questions or concerns (n 593)
= 52% report that they always got the specific information they needed (n 598)
Making Decisions:
= 60% report their child's doctors or other hedlth care providers always involved them
in decisions about their child's care as much as they wanted (n 463)
Getting Special Care:
= 74% report it was not a problem to get specia medica equipment (n 131)
= 72% report it was not a problem to get specid theragpy for their child (n 165)
= 70% report it was not a problem to get treetment or counsding for their child (n 266)

Results comparing experiences of children who did and did not have specia hedth care
needs showed no significant differencesin composite scores for these two groups.
(Stringfellow VL, Fowler FJ, 2001)

5. Summary of Nine Massachusetts Parent Leaders use of Medical Home Index. InJanuary
2002, nine parent leaders in Massachusetts, dl familiar with the medica home concept, were
asked to use the Medical Home Index (see description below) to assesstheir child's primary
care stting asamedical home. Only four of the nine parents reported that they can dways
get the hedlth care that their child needs through their child’s primary care provider’s
practice. Three parentsindicated thet their PCP aways asks for parent knowledge and
expertise as a caregiver; two parents reported that their PCP never asks for such participation.
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While four parents indicated that their provider never asks how the child's condition affects
the family, two parents said that their provider dways asks and three said that their provider
sometimes or often does. All nine of the parents reported thet their child's primary care
provider had never developed awritten care plan for their children.

Health Plan Awar eness of Challenges Ensuring Quality Care for CSHCN

Massachusetts Family Advisor Initiative

In 2000, the Massachusetts Family Advisor Initiative recruited, trained and supported 14 parents
of CSHCN to conduct in-depth interviews a nine managed care plans throughout the
Commonwedlth. This project attempted to increase the number of parents of CSHCN in the state
interested and involved in conversations about managed care. These interviews became part of a
nationa project that has completed atotal of 41 interviews with managed care organizations
across the country over the past three years. Interviews with health plans in Massachusetts
highlighted that plans are aware of a number of chalengesin ensuring qudity care and

attempting to improve their capacity to serve CSHCN. While the specific concept and |abel
medical homemay not be familiar to al, there is evidence in the interviews that hedlth plan
leaders are aware of the fragmentation of care, the coverage and financing across multiple

payers, and the chalenges faced in identifying CSHCN among their membership. All plans
interviewed in Massachusetts reported that they permit primary care providersto arrange for
ganding referrals for speciaty carefor up to oneyear. Five of the nine plans permit familiesto
make a specid request that a pediatric sub-specidist be ther child’s primary care provider. Most
plans do not use any specid payment methods to compensate primary care providers or
specidigsfor the additiona time spent caring for CSHCN. (Family Voices and New England
SERVE, 2001)

Strategies for Implementing Medical Home

MCHB Action Steps

As part of the MCHB 2010 Action Plan, three specific action steps to achieving amedical home
for dl CSHCN are defined. The steps and some of the recommended Strategies to achieving
them are summarized below.

1. Sandardize the core elements of the medical home
» Revie AAP definition of medicd home
= Edablish outcome based rationde for the definitive e ements of amedica home by
developing consensus statements
=  Demongrate the efficacy and feasibility of the medicad home
= Incorporate evidence-based definition of medicd homein the training of hedth and
hedth-related professonds

2. Promote the medical home approach
Provide andyss of medicd home data
= Incorporate medica home concepts into interdisciplinary training
= Deveop, describe and disseminate good models of coordination between primary and
specialty care providers
» Asss other professonaswho work with children to assume their collaborative roles
in assuring amedica home for al CSHCN
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3. Achieve universal accessto medical homes
= |dentify a atewide foca point to provide leadership in the development of medica
homes
=  Convene aconsortium of stakeholders
=  Expand effortsto link al children to medicd homes
» Review reimbursement for key eements of medicd home

Pediatric Alliance for Coordinated Care (PACC)

The Pediatric Alliance for Coordinated Care (PACC) has been demonstrating a medical home
mode in 6 pediatric Stes in Massachusetts, now serving 154 CSHCN. The medica home model
proposed by the PACC program adds three key features to routine primary care:
= Thesarvices of adesgnated pediatric nurse practitioner (PNP) employed by each siteto
provide home visits to assess the child’ s Stuation, care coordination, and development of
anindividua hedth plan for each child.
=  Family accessto atrained parent volunteer who is familiar with the loca community
because of personal experiences to provide personal support, resource guidance and
gpecid events and activities for children and parents.
= Modifications of office routinesto do a better job of incorporating the CSHCN
population including Srategies for managing office vigts, office training and guiddines
to treat families more compassionately and efficiently and speciaized on-call procedures
to ad physcian partners less familiar with the care of CSHCN.

National Resour ces for Developing & Measuring Medical Home Capacity

As Massachusetts strives to meet the 2010 god of assuring that every CSHCN recelves care
within amedica home, nationd programs and projects will provide useful resources and
materids. Four nationa resources, their websites and contact information are cited and briefly
described below.

1. American Academy of Pediatrics: National Center of Medical Home I nitiatives for
Children with Special Needs. The naiond office of the American Academy of Pediatrics
(AAP) operates a Nationa Center of Medicad Home Initiatives for Children with Specia
Needs under a cooperétive agreement between the AAP and the federd Materna & Child
Hedth Bureau (MCHB). The mission of the Center isto work in cooperation with federa
agencies to ensure that CSHCN have access to amedical home. The Center provides
educationa and advocacy materids, guiddines for care, evaluation tools and a nationa
contact network. The Center developed and now coordinates the planning and ddlivery of
the Every Child Deserves a Medical Home Training Program, offerstechnicd assstance to
states and maintains awebsite for dissemination of resource materias. [The American Academy
of Pediatrics, 141 Northwest Point Boulevard, Elk Grove Village, IL 60007-1098; Phone: (847) 434-4000; Fax:
(847) 434-8000; Web site: http:/Mmww.medicahome nfo.org/]

2. National CSHCN Survey: Maternal and Child Health Bureau (MCHB). Thefederd
MCHB in partnership with the nationa Center for Health Statistics has developed anew
survey that will provide uniform national and sate data on prevalence and impact of specia
needs among children. Data collection began in October 2000, and continued for 12 months.
Summary reports for each state are expected in Summer 2002. Each state will receive
information based on telephone surveys conducted with family members of 750 CSHCN.
Data collected will include demographics, hedth and functiona satus, hedth insurance
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coverage and adequacy, public program participation, access to care, utilization of hedth

care services, care coordination, satisfaction with care and impact of the specia need on the
family. Many itemswill contribute to providing basdline assessment data on “medicd
homeness.” [National Center for Health Statistics, Division for Health Interview Statistics, 6525 Belcrest
Road - Room 850, Hyattsville, MD, 20782-2003, Attention: SLAITS; E-mail: daits@cdc.gov; Fax: (301) 458-
4035; Web site: Www.cdc.gov/nchs/datshtm

3. Medical Home Index: Center for Medical Home Improvement (CMHI). The Medical
Home Index is a measurement tool reflecting the necessary and sufficient dements of a
pediatric primary care medicd home, using observable, objective and verifiable indicators.
The Index is congtructed to help pediatric practices conduct a salf-assessment and includes
both a Provider verson and a Family version of the Index. These tools have been devel oped
by researchers at the Hood Center for Children and Families, a Children’s Hospital at
Dartmouth Hitchcock Medica Center in New Hampshire. The Medical Home Index is
designed to assess the “medica homeness’ of a hedth care practice or office setting to
determine how well it provides comprehensive family-centered care for CSHCN. The degree
to which a practice achieves “medical homeness’ can be measured across six domains that
encompass the activities that bring the medicd hometo life:

organizationd capacity,

= chronic condition managemern,

= care coordination,

= community outreach,

= data management, and

= qudity improvement.

(Cooley WC, McAllister JW, 2002)
The CMHI has aso produced a 200-page medica home improvement kit, Building a Medical
Home: Improvement Strategiesin Primary Care for Children with Special Health Care
Needs, which describes a medicd home in detall. [Center for Medical Home Improvement, Hood
Center for Children & Families, Children’sHospital at Dartmouth-Hitchcock Medical Center, One Medical
Center Drive, Lebanon, NH, 03756-1479; Phone: (603) 653-1480; Fax: (603) 653-1479; Web site:
www.medicalhome mprovement.org

4. Monitoring and Measuring Project (M&M Project). The Monitoring and Measuring
Project at the Early Intervention Research Indtitute at Utah State University has developed a
preliminary set of indicators to measure each of the MCHB Action Plan gods. The 5
indicators for God #2 are:

= Percent of CSHCN with aregular source of primary medical care through a primary
care provider.

= Percent of CSHCN whose regular source of care communicatesin away that is clear
and understandable to the family.

= Percent of parents whose regular source of primary medica care identifies, discusses
and addresses the comprehensive needs of their child and family.

= Percent of CSHCN whose regular source of primary medica care coordinates age-
appropriate well-child checks, including: vison, hearing, developmentd,
behaviord/mentd hedlth, ord hedth, newborn screening, immunizations.

= Percent of parents of CSHCN who receive referrds and assistance from their regular
source of primary medica care in accessng needed/desired services. [Early Intervention
Research Institute, Center for Persons with Disabilities, Utah State University, Logan, UT, 84322-
6580; Phone: (435) 797-1172 or (800) 887-1699; Fax: (435) 797-2019; Web site:
http://eiri.usu.edu/M andM/default.htm]
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