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New England SERVE is an independent health research and planning organi-

zation with a focus on children with special health care needs. It supports the 

improvement of care delivery and �nancing systems through the promotion of 

family-centered care, medical home partnerships, care coordination, respon-

sible health care �nancing, and consumer roles in health policy-making. Since its 

founding in 1983, New England SERVE has been a leader in building collabora-

tion among professionals in all types of health care settings and the families they 

serve. It furthered this commitment in 1999 by establishing the Massachusetts 

Consortium for Children with Special Health Care Needs, and again in 2006 with 

the launch of the Family-Professional Partners Institute.

The Massachusetts Consortium for Children with Special Health Care Needs 

is a working group dedicated to improving systems of care for children and fami-

lies in the state. Its members are consumers, health care providers from diverse 

settings, health plan administrators, family advocates, and professionals in the 

public health, mental health, and human services �elds. Together, Consortium 

members are committed to promoting and realizing in Massachusetts the nation-

al objectives of building a more responsive and family-centered system of care 

for children with special health care needs. 

The Family-Professional Partners Institute channels the insight and experience 

of families of children with special health care needs into health and community 

organizations. It helps the organizations develop meaningful roles for family 

members, guides the implementation of short-term but sustainable partnerships, 

and provides training and support for both partners throughout. The Institute 

also connects interested consumers and professionals through a partnership-

building network.
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Introduction

�You can�t change the system.� 

We�ve all heard that at one time or another. But is it true?

The health care �system� comprises many organizations; medical practices, 

health plans, public agencies and others each play a role. Additional organiza-

tions, such as schools and community centers, can also have an impact on the 

care children and families receive. To change the system�to make it work better 

�health care consumers need to have a voice inside those organizations.

Adult family members of children and youth with special health care needs 

(CYSHCN) are uniquely quali�ed for participation: they are frequent users of 

health care services; they have a wealth of experience and insight into how sys-

tems work and how they might work better; and many of them talk to each other 

through local, state, and national networks. 

One important way of involving these consumers is through family-professional 

partnerships, in which family members work with clinicians, administrators or 

other professionals in �elds related to the �nancing and delivery of health care. 

New England SERVE set out to engage family members of CYSHCN in such 

partnerships. It established the Family-Professional Partners Institute to create, 

support, and evaluate a variety of partnerships, and to discover the essential ele-

ments of their success. 

In its role as a partnership broker, the Institute has facilitated 16 successful part-

nerships and created an active family-professional partnership network. Structure 

and Spark: Building Family-Professional Partnerships to Improve Care for Chil-

dren with Special Health Needs incorporates the best knowledge gained from 

that experience. 

8

STRUCTURE & Spark!
Building Family-Professional Partnerships to Improve Care for Children with Special Health Needs



n Part I, The Brokered Partnership Model, outlines the Institute�s evolution and 

its activities as a partnership broker. 

n Part II, Brokering Family-Professional Partnerships, offers a more detailed 

look at each of these activities, from assessing an organization�s partnership 

readiness, to training the Family Partners for their role, to making contractual 

arrangements and beyond. 

n Part III, Building a Partnership Network, describes the Institute�s additional 

efforts to promote family-professional partnership, and offers some words of 

wisdom for becoming a partnership broker. 

There are also two appendices. The �rst gives the reader a concise description 

of each of the Institute�s partnerships, while the second provides sample print 

materials developed by the Institute. These �Tools to Use� are referenced at the 

end of each chapter to which they are relevant. We invite others to adapt them 

for their own use.

So can you change the system? 

By bringing family experience into organizations that shape health care for 

CYSHCN, we believe the Institute is doing just that�one organization at a time.

9
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Structure and Spark uses the term �Family Partner�  

rather than �Parent Partner,� acknowledging that  

grandparents, adult siblings and other family members  

often have as much to contribute from their experiences 

with CYSHCN as parents do.
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This Is Our Story

The Family-Professional  
Partners Institute

As frequent users of health care services, families raising children and youth with 

special health care needs (CYSHCN) have a wealth of experience to share� 

experience that can and should be harnessed to improve systems of care.

The Family-Professional Partners Institute is based on that principle. It works 

with organizations to create new roles for family members of CYSHCN�roles in 

which they help shape programs, in�uence policy, and impact the care that chil-

dren and families receive. It brokers short-term partnerships, provides training 

and technical assistance, and cultivates an ongoing partnership network.

The Institute�s 16 family-professional partnerships to date�launched in three 

sets over three years�demonstrate a range of sustainable roles for family mem-

bers in a range of organizations. Each partnership was structured, facilitated and 

nurtured by the Institute for its �rst six months. Nearly all continued beyond that 

formal pilot period; most continue today in some form. 

The concept of establishing partnerships between family members and health 

care providers is not new. Creative work in this area has been well documented 

over the past two decades (see selected references on p. 16). The partnerships 

created through the Institute, however, are different from previous models in a 

number of important ways:

n The organizations are wide-ranging in nature and size. They are not only 

clinical practices and health plans, but also universities and small, community-

based service organizations with very limited budgets and staff.

n The roles created for Family Partners are similarly wide-ranging. In addition 

to the more common role of advisor, family members have assisted in research, 

participated in graduate-level curriculum review and design, helped to design 

a disease-management program for a health plan and found ways to connect 

with and support families in minority cultures where disability is often  

kept hidden.

12
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n The partnerships are brokered and facilitated by a third party. Many 

organizations have a latent or even explicit desire to involve family members. 

But desire alone is insuf�cient. The Institute provides a structured approach to 

organizing, implementing, evaluating and sustaining a partnership. A neutral 

third party, it offers a unique package of supports for both partners.

n The partnerships are part of a larger picture. As a partnership broker, the 

Institute is able to work across systems and organizations. It fosters strategic 

thinking about partnership, and identi�es ways to make new kinds of family-

professional connections. The Institute is building a working model, gaining  

an extensive knowledge base and an expanding set of experienced 

participants and advocates.

n The Institute�s vision includes an ongoing partnership network. The Institute 

has learned �rsthand that both family and organizational partners highly value 

the ability to stay connected to each other and to the Institute after their 

formal relationship has ended. It is discovering new ways to build on individual 

partnerships and sets of partnerships. 

Although we began with a solid, carefully constructed foundation, we did not 

realize at the time how powerful this model would be. Our �rst six partnerships 

could be considered an experiment, but their success was unmistakable. We 

were genuinely inspired by how much could be accomplished in a relatively short 

time and by how many different ways the partnerships made a difference. 

Since then, each new collaboration has taught us something about what contrib-

utes to an effective partnership and what warrants adjustment and �ne-tuning. 

We adapt our activities according to what we learn.

One key lesson stands out among the rest. As the third party in the relationship 

between organization and consumer, we have found that our role�as partner-

ship broker, facilitator, administrator, trainer, and network-builder�is essential to 

the success, and sometimes even to the existence, of family-professional partner-

ships in health and community organizations.

13
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The Goal, July 2002
With a grant from the federal Maternal and Child Health Bureau, New 

England SERVE sets a four-year goal: �to develop and support an expanded 

network of informed and engaged families� working to improve systems of 

care for Massachusetts CYSHCN.

The Committee, October 2002
The Family Participation Work Group (FPWG) is formed within the 

Massachusetts Consortium for Children with Special Health Care Needs at 

New England SERVE. 

The Needs Assessment, 2002�2004
The FPWG conducts a variety of needs assessment activities to understand 

the requirements of creating roles for family members of CYSHCN in health 

care policy and �nancing.

The Policy Statement, June 2003
The FPWG issues a policy statement, endorsed by the Consortium, offering 

a broad de�nition of �health care policy and �nancing,� and outlining 

the unique contributions family members can make to these efforts. 

(Reproduced in Appendix B1.)

The Public Meeting, June 2004
The FPWG hosts the Consortium�s best-attended meeting to date, 

presenting successful models of family-professional partnership,  

introducing local family organizations, and announcing a new partnership-

brokering initiative.

14
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A Concise History
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The Partners, 2003�2004
Having piqued the interest of numerous health care-related organizations, 

the FPWG conducts initial screening and site visits, eventually selecting six 

for a pilot program. Work plans are developed at each site, family members 

are recruited, and contractual arrangements are made.

The Pilot, February�July 2005
The Family Partners Initiative begins. Following comprehensive orientation 

and training sessions, family-professional partnerships are created, 

implemented and evaluated at six pilot sites.

The Institute, 2006
Building on the success of the pilot program, the Family-Professional 

Partners Institute is launched with support from the state�s Title V program 

at the Massachusetts Department of Health. Four new partnership sites and 

the Alumni Network are established, as the Institute begins to build system 

capacity for family-professional partnership.

The Expansion, 2007
The Institute creates six new partnerships at six new sites. By design, three 

of these are at community-based organizations with a focus other than 

health care. The mentor program is also expanded, and the Alumni Network 

continues to grow.

The Dissemination, 2008
The Institute releases Structure and Spark: Building Family-Professional 

Partnerships to Improve Care for Children with Special Health Needs, 

hoping others will replicate its success.



16

STRUCTURE & Spark!
Building Family-Professional Partnerships to Improve Care for Children with Special Health Needs

Examples of non-brokered family-professional partnerships are well 

documented in these and other publications:

n Partnering with Patients and Families to Design a Patient- and Family-

Centered Health Care System: A Roadmap for the Future: A Work in 

Progress, J. Conway, B.H. Johnson, and S. Edgman-Levitan, Institute for 

Family-Centered Care, Bethesda MD with the Institute for Healthcare 

Improvement, Cambridge MA, 2006.

n Strategies for Leadership: Advancing the Practice of Patient- and Family-

Centered Care, American Hospital Association, Washington DC and the 

Institute for Family-Centered Care, Bethesda MD, 2004.

n Families as Advisors: A Training Guide for Collaboration, E. Jeppson and J. 

Thomas, Institute for Family-Centered Care, Bethesda MD, 1997.

n Family Employment in State Title V Programs: Conference Proceedings 

and Survey Report, Betsy Anderson, Barbara Popper, and Nora Wells, 

CAPP National Parent Resource Center, Federation for Children with Special 

Needs, Boston MA, 1995.

FAMILY-PROFESSIONAL PARTNERSHIP 
Selected References
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n Essential Allies: Families as Advisors, E. Jeppson and J. Thomas,  

Institute for Family-Centered Care, Bethesda MD, 1994. 

n Families in Program & Policy: Report of a 1992 Survey of Family 

Participation in State Title V Programs for Children with Special Health 

Care Needs, N. Wells, B. Anderson, and B. Popper, CAPP National  

Parent Resource Center, Federation for Children with Special Needs, 

Boston MA, 1993. 

n Family/Professional Collaboration for Children with Special Heath Needs 

and Their Families, K.K. Bishop, J. Woll and P. Arango, University of 

Vermont, Department of Social Work, Burlington VT, 1993.

n Family-Centered Care for Children with Special Health Care Needs, 

T.L Shelton, E.S. Jeppson, and B.H. Johnson, Association for the Care of 

Children�s Health, Washington DC, 1987.

n Children with Special Health Care Needs: Surgeon General�s Report: 

Campaign �87, Division of Maternal and Child Health, Bureau of Health 

Care Delivery and Assistance, United States Public Health Service, 

Washington DC, 1987. 



Structure and Spark

The Role of the  
Partnership Broker 

We began with a grant-funded mandate: to develop an expanded network of  

informed family members of CYSHCN who were engaged in improving  

systems of care. To do that, we set about exploring, creating and supporting  

family-professional partnerships.

A family-professional partnership generally consists of one individual who has a 

child with a special health care need, and one health care-related organization 

that serves CYSHCN and their families. New England SERVE is neither of these; 

as an independent health research and planning organization, we were a third 

party from the outset. The role of the third party is one we have thoughtfully and 

effectively developed since our �rst set of partnerships.

There was a research element to our work from the beginning: to answer  

the question, �What does it take to build successful and sustainable family- 

professional partnerships?� Our third party role was the ideal vantage point  

from which to research this question. What we discovered was that it was also 

one of the answers.

Many of the Institute�s Organizational Partners�and many additional organiza-

tions that have expressed interest�tell us they have long been attracted to the 

idea of partnering with health care consumers. Too often, however, the idea gets 

pushed to the back burner. Translating it into an actual initiative is too big,  

too complex, and brings with it too many unknowns to compete with other,  

high-priority projects.

Enter the partnership broker, who has a system in place. The partnership broker 

can help organizations decide whether the time is right to pursue partnership, 

explore possible roles for family members, guide them through the logistics, and 

provide technical assistance throughout.
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Without a broker as intermediary to structure, organize, implement and evaluate 

the partnerships, our feedback tells us that not only would these partnerships 

not have been conceived, but the ingredients that were essential to their success 

would have been absent. To paraphrase the comment of one Organizational  

Partner: �We had the tinder but it took the Institute to spark the �ame.�

In addition to structure and spark, the Institute has provided limited funding for 

six-month partnership pilots. Family Partners by de�nition use their knowledge, 

skills and experience to add value to organizations. It is important that they are 

compensated. At the Institute, the funding we provide is used to pay stipends to 

the Family Partners.

While this support hasn�t been the deciding factor for most organizations to 

participate, it has been critical in another way. When we began facilitating family-

professional partnerships, it was a completely new venture for us. We had clearly 

done our homework and saw a need we could �ll, but we had no track record, no 

roster of satis�ed clients. The fact that we could and would underwrite the �rst six 

months of a partnership served as important evidence of our commitment and 

belief�not just in the value of partnerships in general, but in particular partner-

ships with particular organizations.

19
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Table 1. The Role of the Partnership Broker

Recruitment of Organizations
n Promote the concept of family-professional partnership among a range  

of organizations.

n Recruit organizations to host family-professional partnerships.

n Work with organizations to assess partnership-readiness, considering staf�ng, 

logistical, and �nancial requirements.

Development of the Family Partner Role
n Educate organizations about family-professional partnership and the roles  

Family Partners can play.

n Help organizations identify and prioritize Family Partner roles that would �t  

their needs.

n Work with organizations to re�ne Family Partner roles and prepare job descriptions 

and work plans.

Recruitment of Family Partners
n Advise organizations on opportunities for recruiting Family Partners.

n Promote Family Partner positions in family circles (as needed).

n Recruit Family Partner candidates (as needed) for organizations to interview.

Training of Family Partners
n Provide a comprehensive training program for Family Partners, to include:

		  -	  History and principles of family-professional partnership

		  -	  Special considerations for Family Partners working in health care organizations

		  -	  Wearing two hats; strategies for sharing personal stories

		  -	  Responding to new challenges, where to �nd help

		  -	  Employment logistics (timesheets, etc.).

Mentoring
n Build a network of Mentors for individual Family Partners, drawing from 

established family leaders.

n Clarify the Mentor�s role to Partners, and facilitate mentoring relationships.

20
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The following chapters outline the implementation of each of these aspects of 

the broker�s role. Sample print materials or �Tools to Use� are referred to in each 

section and included in Appendix B.
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Contractual Arrangements
n Work with Organizations and Family Partners to de�ne appropriate contractual 

arrangements (i.e., will the Family Partner be an employee of the organization?  

of the partnership broker?).

n Establish the parameters of a six-month partnership: beginning, mid-point  

and end.

n Clearly de�ne expectations with the Family and Organizational Partners:  

work hours, reporting procedures, compensation, evaluation, and participation  

in activities of the third-party partnership broker.

Reporting, Monitoring, and Technical Assistance
n Administer a reporting and monitoring system for all Partners.

n Provide technical assistance to organizations, which may include re�nement of 

the work plan, the provision of resource materials, and general troubleshooting.

Evaluation and Sustainability Planning
n Develop and implement an evaluation system for all Partners.

n Work with Partners to determine the potential for continuing partnerships  

beyond the �rst six months�either with the same or a different Family Partner.

n Develop and implement a plan for each partnership as it transitions.

Alumni Networking
n Encourage the growth of a network of Family and Organizational Partners,  

ready and able to support each other.

n Create alumni events where Organizational and Family Partners come together  

to learn from each other.
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Stop, Look, Listen

Planning for Partnerships 

Before creating a single partnership, the initiative that would become the  

Family-Professional Partners Institute made a thorough assessment of what was 

already in place. It wasn�t simple or quick, but it was an extremely important step 

for us. It helped set the stage, identify potential challenges�and potential  

partners�and build momentum. A good deal of our initial success with  

partnerships, we believe, can be accredited to having done our homework.

In scanning the local partnership environment, we wanted to know: 

n Do partnerships already exist between family members and health care  

or community organizations? 

n What is the nature of the roles that family members play? Are these paid  

roles or volunteer?

n Which organizations have these collaborations? 

n Among organizations that do not have these collaborations, is there interest  

in developing them? 

n Are family members interested in getting involved?

n What networks and connections can be used to recruit Organizational Partners?

n What networks and connections can be used to identify potential Family Partners?

3
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To �nd the answers, we surveyed or interviewed three groups of people:

1.	 Individual parents of CYSHCN, similar to those who might be recruited for 

future Family Partner roles;

2.	 Representatives of 16 family leadership organizations, who would have 

important information about the partnership environment, and who might be 

helpful in future promotion and recruiting efforts; and

3.	 Representatives of public health, health care, research and related 

organizations, similar to those who might be future partnership sites.

Even while stopping to look around, we also stopped to look within. What exactly 

is family-professional partnership? What is it not? To whom is it valuable and why? 

We were already familiar with the federal agenda for children with special health 

care needs, which has family involvement as one of six critical indicators of  

progress. Speci�cally:

	 �Families are the constants in the child�s life and are pivotal in making any 

system work. Family members, including those representative of the culturally 

diverse communities served, must have a meaningful, enduring, and leading 

role in the development of systems at all levels of policy, programs, and 

practice. Family voices must be heard and families should be at each table 

in which decision making occurs. Thus, the involvement of families is a key 

indicator of systems development.�1

But we went further, putting our own stamp on the importance and meaning of 

partnering with families. The Massachusetts Consortium for Children with Special 

Health Care Needs released a policy statement on the matter. Family Participa-

tion in Health Care Policy and Financing (Appendix B1) offers a broad de�nition 

of �health care policy and �nancing� and outlines the unique contributions fam-

ily members can make to these efforts. (The Institute and New England SERVE 

would later release Guiding Principles of Family-Professional Partnership  

[Appendix B2], which describes a set of values for family members who are  

working with organizations.)

25
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1 Maternal and Child Health Bureau, Achieving and Measuring Success: A National Agenda for Children with 
Special Health Care Needs, http://mchb.hrsa.gov/programs/specialneeds/measuresuccess.htm



In conducting our assessment, New England SERVE had the bene�t of many 

existing connections to family-led organizations, individual family members, 

health-related organizations, individual health care providers, academic sites and 

state agencies through its project, the Massachusetts Consortium for Children 

with Special Health Care Needs. Staff used the Consortium�s meeting forum, its 

e-mail distribution list, and outreach to members to conduct its environmental 

scanning activities.

The results (see box) indicated a strong interest in partnership among both  

families and organizations. We also found considerable insight to direct our next 

steps. The development of the Institute�s recruiting, training, monitoring, and 

evaluation activities were greatly in�uenced by what we learned in this initial  

planning stage. 

26
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Planning for PartnershipS: 
The Results Are In

The Institute�s assessment revealed that:

n Many organizations were already working with family members of CYSHCN 

in some capacity, and were interested in expanding. Those that weren�t 

were not opposed to the idea; it had just not been a priority. 

n To undertake family-professional partnerships, organizations would need 

information about the bene�ts of family involvement and technical 

assistance to make it happen.

n Additional challenges for organizations were budget restrictions, 

organizational cultures that resist focusing on one subset of the population, 

and the risk of casting consumers as external critics.

n To recruit busy family members to become engaged in policy and �nancing 

activities, we would have to 1) be able to explain simply and clearly what 

that meant, and 2) convince them that they could make a signi�cant impact 

in only a few hours a week.
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TOOLS TO USE

n Appendix B1. Family Participation in Health Care Policy and Financing

n Appendix B2. Guiding Principles of Family-Professional Partnership



On Site and On Board

Recruiting the Organizations 

At the Institute, building a speci�c partnership begins when we recruit an Organi-

zational Partner. We work with the organization to develop a concrete role for the 

consumer; then, we provide assistance as needed as the organization works to �ll 

that role. 

Recruiting the organization comes �rst, by necessity. By the time the Family 

Partner is recruited, the organization is well-equipped with a job description and 

speci�c objectives for the partnership. Staf�ng and other logistics have been ad-

dressed, and the organization can describe the ideal candidate it seeks. 

Starting out, we knew we wanted to build a broad range of partnerships, so we 

recruited from a broad range of organizations: large and small, research and clini-

cal, public and private. We also knew we wanted a maximum of six partnerships 

for our �rst set. This decision was based on available staf�ng, and was a good 

one; the Institute has never initiated more than six partnerships at a time. 

Once we had scanned our environment as described in Chapter 3, we were 

aware of several organizations that were interested in partnering with families. 

Our goal was to expand that list�by educating organizations about the bene�ts 

of partnership and about our program�and then narrow it down to our six  

available spots. 

The concept of a family-professional partnership can be a bit dif�cult to explain. 

It is our experience that providing concrete examples of partnerships and what 

they can accomplish is the best way to communicate what they are all about and 

their value. 

4
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One of our favorite examples to use:

	 A health plan was preparing to distribute a booklet for families of children 

with ADHD when they decided to run it by a focus group of sorts�a group of 

parents whose children had the condition. The parents felt the booklet had 

important gaps in its content and was condescending in tone. Several were 

invited to participate in revising the booklet before its release. 

We used examples like this both in a meeting to promote our new brokered-part-

nership program, and in a brochure to promote the program�s expansion.
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Recruiting the OrganiZations: 
Getting the Word Out

During our assessment activities, we became familiar 

with some existing family-professional partnerships 

in the area. We invited several pairs of partners to speak at a meeting of the 

Massachusetts Consortium for Children with Special Health Care Needs. A 

lively discussion followed, and we proceeded to announce our new initiative 

as a partnership broker.

Consortium members represent hospitals, health plans, academic and training 

programs, state agencies, primary care providers, family organizations and 

individual family members. After the meeting, we sent the announcement to 

the Consortium�s full e-mail list.

The response to our outreach was immediate and wide ranging. The 15 

organizations that responded included:

n Hospital-based specialty clinics

n Health plans

n Community health centers

n Hospital and community-based pediatric practices

n Medical schools

n Graduate schools of public health

n A residential hospital school



Initial Screening 
The Institute follows up every expression of interest from an organization with a 

phone call. The purpose of the call is to further de�ne the level of interest and 

whether there is a potential �t. As we have clearly learned: while a good initial re-

sponse rate is encouraging, not every expression of interest represents a good �t.

Organizations may be screened out at this point�or decide to screen  

themselves out�if:

n They are simply intrigued by the idea; they want more information but aren�t 

ready to move ahead. 

n The timing is poor; organizations may be in the midst of a busy season or have 

too many other projects underway to commit staff time to a partnership.

n There is a misunderstanding about what is involved in a facilitated family 

partnership. For example, an organization might think this is a way to bring on 

a temporary employee, without any particular commitment beyond that of an 

employer. Or a family-led organization might respond, not realizing that the 

emphasis is on establishing partnerships at organizations that do not have a 

role for a family member of a CYSHCN.

n The individual who responds feels that the level of interest or commitment 

from top-level administration may be insuf�cient to sustain a partnership.

n An organization is in a geographic location that is not convenient, given the 

need to have the organization and its Family Partner participate in a number of 

meetings and training sessions.

Initial screening may also be done through a formal application process, and the 

Institute has developed an application form for organizations interested in family 

partnership (Appendix B3). We have generally used it to supplement the phone 

screening, not replace it, but a review of the application form gives an idea of the 

questions we discuss on the phone.

This initial screening is a critical �rst step in narrowing the list of potential  

partnership sites. The next step is to make individual visits to the remaining  

organizations.
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Site Visits
Once a list of potential Organizational Partners is developed, we arrange a site 

visit with each one. This is an opportunity for the organization to learn more 

about partnership and what the partnership broker offers, while the broker learns 

more about the organization�s interest in and readiness for partnership.

Site visits are most successful when both the staff who are championing partner-

ship at the organization and those who will have day-to-day responsibility are in 

attendance. The person who made the initial inquiry may or may not be the  

decision-maker; the decision-maker may or may not delegate responsibility for 

the partnership.

This initial meeting usually takes about an hour. It accomplishes several things:

1.	 It provides the organization with a deeper understanding of the partnership 

concept and the third-party model. This is the perfect time to pull out those 

real-life examples of known partnerships and their outcomes. The Institute�s 

brochure is also helpful.

2.	 It stimulates the organization�s thinking about how a Family Partner  

could contribute. We typically present a sampling of Family Partner roles  

(see page 36) and ask about the organization�s desired outcomes for the 

partnership. Although this discussion is a preliminary one, it is important to 

the eventual de�nition of the role a Family Partner will play. 

3.	 It helps further assess the organization�s readiness for partnership. 

Organizational Partners make a signi�cant commitment to participating in the 

Institute�s program, and we take this opportunity to review what�s involved. 

Key readiness factors include a commitment to sustaining partnership with 

family members, and the ability to provide staff time, coverage for incidental 

expenses and other supports.

In addition to assessing the organization�s readiness, the Institute has also im-

posed criteria based on its own goal of building a range of partnerships. We 

have, for example, selected organizations that broaden our experience in terms 

of sector, industry, or partnership type.
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Table 2. The Role of the Organizational Partner

Demonstrate Commitment to Family-Professional Partnership
n Be able to demonstrate:

		  -	 The potential to enhance the family voice and consumer perspective 		

		  throughout the organization. 

		  -	 Evidence of support at senior management level.

		  -	 The ability to identify possible challenges or barriers to success within  

		  the organization.

		  -	 A high likelihood that, once proven effective, family-professional partnership 	

		  will be sustained at the organization beyond the initial pilot project.

Establish and Implement a New, Meaningful Role for a  
Family Partner
n Work with the partnership broker to:

		  -	 Acquire a basic understanding of family-professional partnership and its 		

		  bene�ts; become familiar with several ways Family Partners can contribute  

		  to an organization.

		  -	 De�ne a clear role for a Family Partner. Set reasonable goals; develop a 		

		  job description and work plan. Incorporate staf�ng, logistical, and �nancial 	

		  requirements into planning.

		  -	 Create a recruitment plan. Recruit applicants, conduct interviews, and select  

		  a Family Partner.

		  -	 Make appropriate contractual arrangements.

STRUCTURE & Spark!
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As our success with the partnership experience deepened, we also broadened 

our organizational reach. The most recent set of partnerships included partner-

ships in non-health-related organizations. Three of the six partnerships were with 

community-based organizations, whose connections to culturally diverse, under-

served and minority populations center on offering support along many avenues, 

not just health care. These have been very rewarding relationships, presenting 

some new and unique challenges, but ultimately proving that the family-profes-

sional partnership model has many potential homes.



TOOLS TO USE

n Appendix B3. Application Form for Organizations 

n Table 2. The Role of the Organizational Partner

n Table 3. A Sampling of Roles for the Family Partner
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Provide Critical Supports
n Designate an employee liaison within the organization to serve as an internal 

champion for family partnerships. The liaison:

  -	 May or may not be the same person who supervises or works most directly 	

		  with the Family Partner. 

  -	 Has the requisite authority to ensure that the partnership is implemented in 	

		  accordance with the work plan. 

  -	 Spends approximately 20 hours over the six-month partnership in Institute 		

		  activities in addition to any time spent working with the Family Partner within 	

		  the organization.

n Provide the Family Partner with an onsite orientation, introductions to key staff, 

and access to decision-makers. Provide other supports as needed, such as a 

physical workspace or �exible scheduling.

n Accept responsibility for any expenses associated with the partnership beyond 

the broker�s stated obligation. These may include a stipend for the Family Partner, 

copying and postage, meeting refreshments, parking and travel expenses, etc.

n Participate in the Institute�s Family Partner training program, and at least one 

meeting with the Family Partner and his or her Mentor.

n Communicate with the Institute through an established reporting system. Notify 

the Institute to request technical assistance or changes to the work plan.

Encourage the Continued Growth of Family-Professional 
Partnership
n Work with the partnership broker to:

  -	 Evaluate the effectiveness of the partnership. 

  -	 Determine the potential for continuing the partnership beyond the �rst  

		  six months�either with the same or a different Family Partner. If indicated, 	

		  develop and implement a plan for continuing the partnership after the 		

		  broker is no longer facilitating it.

n Participate in events of the Institute�s Alumni Network.
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What Will They Do, Exactly?

Developing the  
Family Partner Role 

One principle of partnership is this: Family Partners are not responsible for mak-

ing change on their own, but they encourage system improvement by sharing 

their experiences and expertise with organizations.

But how exactly do they do that?

It is rare that an organization comes to the Institute with a crystal clear role in 

mind for its Family Partner. De�ning that role requires thoughtful discussion of 

the organization�s goals, the range of contributions a Family Partner can make, 

and the principles and logistics of partnership. As brokers we guide that process, 

helping the organization pinpoint desired outcomes or prioritize multiple goals. 

The discussion begins at the initial site visit described in Chapter 4. We ask what 

the organization hopes to achieve by working with Family Partners, then begin 

to consider potential roles. To stimulate thinking, we present some concrete 

examples (see page 36). Our list includes the roles of Clinical Advisor, Training 

Specialist, Publications Reviewer, Research Advisor, and Outreach Coordinator, 

among others.

Some key points in this discussion:

1.	 Desired outcomes of partnership. What does the organization  

want to achieve?

2.	 Short-term vs. long-term vs. intermittent roles. Realistically, what can be 

accomplished in a six-month timeline? Could future partnerships build on  

that foundation?

3.	 Possible Family Partner roles. What�s in a name? The same role can be given 

different titles. For example, a family member in the role of Advisor might also 

be called an Educator, a Consultant or a Family Faculty member.

5
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4.	 How a particular role might change over time. How might the Family 

Partner�s responsibilities evolve, either within the initial six months or over a 

longer term?

5.	 The impact of different roles on organizational resources. What would be 

required in terms of staff time, potential expenses, and other supports?

6.	 Logistical challenges. Would this role require the Family Partner to work with 

multiple departments or travel to different sites? To work with information 

protected by HIPAA regulations? Would time be required of staff members 

while they are busiest with other projects?

When an organization comes to the table with a strong idea about what it would 

like a Family Partner�s role to be, the site visit often expands the initial idea to in-

clude other possible roles. Or it can help critically re�ne the original concept into 

speci�c objectives. As the partnership broker, we serve as a sounding board, con-

tributing perspective and experience about building successful partnerships.

Some organizations have several different ideas about how a Family Partner 

could contribute. When this is the case, we help examine the ideas in more 

depth, considering each one�s importance and likelihood of success. We advise 

about what realistically can be accomplished in an initial pilot while pointing out 

how the role might evolve and change over time.

Organizations usually continue to de�ne the role on their own in the week or two 

after the site visit. Additional staff members may be consulted; new information 

may come to light. In some cases, there is only minor re�nement of the original 

plan; in others, there is a major shift in direction. During that time we call the or-

ganization to check in, provide support if needed and discuss next steps. 

The Job Description and Work Plan
The Institute has developed a general job description that can be applied to 

nearly any Family Partner role (see Appendix B4). Depending on human resources 

requirements, this can be useful for organizations who work with multiple Family 

Partners in different roles. But for recruiting purposes, it helps to create a custom-

ized job description for each Family Partner position. At the Institute, we provide 

an initial draft to the Organizational Partner, who then edits it, applies any internal 

stylistic or formatting standards, and may put it on letterhead.

5. What Will They Do, Exactly?

Developing the Family Partner Role
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Table 3. A Sampling of Roles for the Family Partner

Clinical Advisor
Advises staff in a pediatric practice about how to make of�ce visits go more  

smoothly for families.

Publications Reviewer
Reviews educational materials, PR materials, policy statements and other documents 

targeted to families who have children and youth with special health care needs.

Family Faculty
Speaks to medical students or current providers about health care experiences as 

the family member of a child with special health care needs.

Research Advisor
Assists academic, clinical or other researcher in a study on a topic related to 

disabilities; may help design a survey, conduct interviews, or analyze data.

Grant Writer
Works with the staff of educational or recreational organizations serving children  

and youth with special health care needs to write a grant to fund programming.

Training Specialist
Develops curricula and provides a component of employee orientation or other  

staff training programs at organizations serving children with special needs.

Advisory Group Organizer
Helps an organization to establish or reinvigorate an advisory group of both family 

members and staff, to identify ways to enhance operations.

Outreach Coordinator
Consults with a state or local agency on reaching families who are not connected  

to, and could bene�t from, their service programs.

Program Planner
Works with health plan staff to design a disease management program.

Surveyor
Conducts a needs assessment within an organization to identify and recommend 

ways to increase family participation.

Board Member
Standing member of organizational board providing the family perspective; may  

also join working committees.



Expanding on the job description is the detailed work plan. This document in-

cludes a list of tasks and the estimated number of hours each task will require 

of each participant: Family Partner, Organizational Partner and broker. As with 

the job description, the Institute prepares a draft for the organization to review 

and edit. The work plan is a more complex document, however, and because 

it is referenced throughout the partnership�for planning, contractual arrange-

ments and evaluation�it�s critical that the broker and the organization develop 

it collaboratively. Agreement on expected outcomes and the timing of their 

achievement makes for a smoother partnership, even if mid-course adjustments 

to the work plan become necessary later on.

TOOLS TO USE

n Table 3: A Sampling of Roles for the Family Partner 

n Appendix A: The Institute�s 16 Partnerships

n Appendix B4. General Family Partner Job Description 

n Appendix B10. Sample Organizational Partner Agreement and Work Plan 
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Some Experience Required

Recruiting the Family Partners 

The search for a Family Partner begins only when there is a clear job description 

for the role being �lled. The Institute can help Organizational Partners with  

recruitment but it does not maintain a pool of candidates. This system has  

several bene�ts: 

n It encourages organizations to seek candidates with appropriate skill sets, 

rather than assume that raising a child with a special health need is the  

only quali�cation; 

n It allows organizations to recruit through their own, existing connections with 

families, if they have them; 

n It avoids having family members recruited into a candidate pool, and then not 

be selected for an actual partnership; and

n It assures the Institute of a continually expanding network of new family leaders.

The process of Family Partner recruitment varies slightly depending on the needs 

of a particular organization. 

Some organizations have existing connections with families and are able to re-

cruit on their own. For example, a pediatric practice wanting to establish a Parent 

Advisory Group needed someone whose child was already a patient there, in or-

der to tap into that family�s experience for guiding improvements. That practice, 

like several others we have worked with, actually had a particular person in mind 

for the role. Some had already spoken with individuals about the opportunity be-

fore meeting with us.

Other organizations have no formal connections to individual families, and re-

quire the Institute�s  help to reach this audience. Depending on the organization�s 

needs, we may:

6
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n Connect the organization with local groups that serve families with CYSHCN, 

such as the state chapter of Family Voices or local chapters of diagnosis-

speci�c organizations. 

n Contact prospective Family Partners to tell them about the partnership 

opportunity, and to provide them with the job description.

n Work with family members to put together a rØsumØ or other materials to 

submit as a formal application that can then be forwarded to the organization.

Once the word is out, the Institute may collect and forward responses to the 

Organizational Partner. We recommend that a formal rØsumØ not be made a re-

quirement of the application process, and that the emphasis be placed instead 

on �nding a way for the family member to describe how his or her range of 

experiences match the position�s requirements. Some well-quali�ed family mem-

bers may have been out of the employment world for a while, busy caring for 

CYSHCN. Others may be unfamiliar with constructing a rØsumØ or may not have 

ready access to a computer. Occasionally, we assist family members in preparing 

a letter of interest. 

6. Some Experience Required

Recruiting the Family Partners

RECRUITING THE FAMILY PARTNERS: 
Making Connections

To help organizations recruit Family Partners, we often 

reach out to Massachusetts Family Voices�which has 

an active listserv of over 100 subscribers�and the state�s Parent Training 

and Information Center at the Federation for Children with Special Needs. 

Depending on the nature of the partnership, we might also contact 

diagnosis-speci�c organizations such as the Massachusetts Down Syndrome 

Congress.

In addition to the speci�c requirements of a particular role, we encourage both 

Partners to consider the quali�cations outlined in the general Family Partner job 

description (Appendix B4). These include things like interpersonal and communi-

cation skills, the ability to work as part of a team, and so on. 



Two things the Institute does not do are conduct interviews and select the �nal 

candidate. We help construct the partnership, but staf�ng it is the organization�s 

domain. This helps us maintain one of the partnership broker�s key attributes: our 

neutrality. It also ensures that both Partners are invested and committed to the 

relationship they are creating. 

TOOLS TO USE

n Appendix B4. General Family Partner Job Description 

n Appendix B5. Sample Letter of Interest from a Family Member
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Knowledge + Tools = Con�dence

Training Family Partners  
for the Role

The importance of a carefully thought-out and well planned training program for 

Family Partners cannot be overestimated. The Institute has found that it not only 

provides information and tools the participants will need, but that it also:

1.	 Creates a community of shared purpose. Family Partners are introduced to 

each other and to their Mentors; they establish important connections over 

the course of the sessions. 

2.	 Increases con�dence among Family Partners. The Institute�s typical Family 

Partner has never before been involved in family leadership activities, and 

some have not recently been in the workforce. An informal setting, the 

thoughtful pacing of activities, and the opportunity to interact with each other 

and ask questions all increase participants� comfort level about being part of 

this new venture. 

3.	 Builds excitement and momentum. The training program formalizes the 

launch of the initiative, marking it as a signi�cant undertaking.

We have found that these elements not only enhance the training sessions, 

but also have a lasting impact throughout the partnerships and beyond. When 

parents� hectic schedules have on occasion forced us to conduct training individ-

ually, we were able to convey the main points of the curriculum, but something 

essential was clearly lost.

7
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Developing the Curriculum
As with other aspects of the Institute, the training program for Family Partners 

has undergone rigorous evaluation, and we have made small but signi�cant im-

provements to it along the way. The sample agenda in Appendix B6 re�ects our 

experience of the best combination of content, activities, speakers and sequenc-

ing. Several of the training materials we have used with success are also included 

in Appendix B.

The Institute�s curriculum is based on the learning objectives on page 44. In ad-

dition to the knowledge and skills outlined by the learning objectives, we try to 

emphasize three key messages:

n You are an expert. You have been selected for this role because your 

knowledge and experience are needed to accomplish something important.

n But you�re not an expert on everything. You cannot be expected to know 

everything about all children, all families, or all special health care needs. 

n Being professional has nothing to do with your rØsumØ. It has everything to 

do with being prepared, being courteous and friendly, respecting the expertise 

of others around you, and keeping your word. 

The Institute uses a two-day format, with activity scheduled from 9:00 AM to  

2:00 PM to coincide with the school day. A small-group format and time for 

informal interactions between presentations help create a friendly, welcoming 

atmosphere. Organizational Partners participate in a brief segment on Day Two, 

when they are paired with their Family Partners to establish �rst steps and a time-

line for moving ahead on their work plans.

In addition to Institute staff and partnership alumni, speakers include family lead-

ers from other organizations in the state. Their participation not only supports our 

learning objectives but also enriches the experience. Rather than list individual 

speakers by name on our sample agenda, we have provided a description of the 

type of speaker most appropriate for each activity.

Interestingly, many of our Family Partners had been unfamiliar with the richness 

and diversity of family resource organizations in the state when they became 

involved with the Institute. (If anything, they knew about diagnosis-speci�c sup-

port programs but were much less aware of programs serving families across the 

diagnostic spectrum, including in specialty areas like recreation). Family Partners 

became aware of many of these resources through the training program and over 

the course of developing their own individual roles.

7. Knowledge + Tools = Con�dence

Training Family Partners for the Role
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TRAINING FAMILY PARTNERS  
FOR THE ROLE: 
Learning Objectives

1.	Participants will have a broader understanding of 

the existing system of services for CSHCN and the organizations working to 

improve that system.

2.	Participants will have a greater sense of their own role as Family Partners. 

They will understand the unique contributions family members can make 

to health care policy and �nancing; be familiar with the basic history of the 

family involvement �movement� and a set of underlying principles; and 

understand the importance of partnership from both the family and the 

organizational point of view. 

3.	Participants will be better prepared to work effectively within an 

organizational structure, especially on a short-term, intermittent basis. They 

will be able to introduce themselves in their new role clearly and con�dently, 

and will have a greater knowledge of con�dentiality issues, professional 

boundaries, and other special considerations involved in working in health 

care organizations.

4.	Participants will be better able to assess and respond appropriately to 

challenges that may arise while working in organizations that serve CYSHCN 

and their families. They will have a greater understanding of whether, when 

and how to share their personal stories to enhance their effectiveness.

5.	Participants will be familiar with the role of mentoring in family leadership 

development, and will have been introduced to their own Mentors.

6.	Participants will know what is expected of them in terms of procedural 

requirements related to contracting, timesheets, evaluation and weekly 

reporting. They will know whom to contact and how, should they have 

questions or need help about any aspect of the partnership.

7.	Participants will leave the training with a preliminary work plan and a set of 

next steps, a collection of resource materials and procedural forms, and a 

system for keeping it all organized.



Training Materials for Family Partners
The package of training materials we give to participants reinforces the message 

that this is the start of an important new venture. It contains several types  

of information:

n Background information about family-professional partnership and the 

Institute; our statement of partnership principles; an overview of each 

partnership in the group.

n Training program materials, including a two-day agenda, summary of  

key messages, handouts for speci�c activities and presentations,  

an evaluation form.

n Customized materials for each Family Partner: work plan with estimated  

hours, contact information for the Organizational Partner, the Mentor and  

the Institute.

n Administrative forms, such as timesheets or reporting forms.

n Resource publications. These publications enhance the sense of 

professionalism Family Partners bring to their roles.

-	 Directions: Resources for Your Child�s Care 

Massachusetts Department of Public Health, Second Edition, 2004.

-	 Essential Allies: Families as Advisors 

E. Jeppson and J. Thomas, Institute for Family-Centered Care, 1994. 

-	 Family Re�ections: A Thought-Provoking Guide to Getting Help  

for Children & Youth with Special Needs 

Central Massachusetts Partnership, 2005.

-	 Resource Directory  

Family TIES of Massachusetts (current edition).

-	 Words of Advice: A Guidebook for Families Serving as Advisors 

E.S. Jeppson and J. Thomas, Institute for Family-Centered Care, 1997.

-	 Rules for the Road: A Handbook for Consumers Serving in Leadership Roles  

The Genetics Services Branch, Division of Services for Children with 

Special Health Care Needs, Maternal and Child Health Bureau, U.S. Health 

Resources and Services Administration, 2005.

n Supplies: We have found a notebook or pad of paper, pen, and a sturdy, 

attractive and labeled accordion folder to be most useful and appreciated.
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TOOLS TO USE

n Appendix B2. Guiding Principles of Family-Professional Partnership 

n Appendix B6. Family Partner Training Program Agenda 

n Appendix B7. Sample Training Activity: Imagine: Case Studies for  

Family Partners 

n Appendix B8. Sample Training Activity: Telling Your Personal Story
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The Buddy System

Adding Mentors to the Mix

The Institute assigns every Family Partner a Mentor. Like Family Partners, Mentors 

have personal experience raising children with special needs. Unlike most Family 

Partners, though, Mentors also have experience working with organizations that 

serve children and families like theirs.

A Mentor�s primary role is to advise, support and encourage the Family Partner. 

How the Mentor does this depends on the Family Partner�s particular needs. 

Mentoring might include recommending a relevant Web site, counseling on  

of�ce politics, or even providing direct support in performing the tasks in the 

work plan. 

Some activities, however, are so central to creating a mentor-mentee relation-

ship that the Institute prescribes them. Mentors are required to participate in the 

Family Partner training program; to have coffee or lunch with the Family Partner 

within the �rst two weeks of the partnership; to make at least one site visit and 

meet the Organizational Partner; and to be in touch with the Family Partner at 

least once a week. Mentors receive a stipend for their six-month commitment, 

and are encouraged to participate in Alumni Network events.

Beyond supporting Family Partners in their current projects, Mentors also pro-

vide something else: a personal introduction to the world of advocacy, service 

systems, and family leadership. This isn�t a separate set of activities, but rather 

a by-product of the mentoring relationship. Many Family Partners are �rst intro-

duced to these topics during training, but now they have a tour guide, as it were, 

a model of family leadership in the form of a Mentor.

The partnership broker is responsible for recruiting Mentors, pairing them with 

Family Partners, and to an extent, facilitating those relationships. When assigning 

Mentors to Family Partners, we consider:

8
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n What particular skills will be required of the Family Partner? Does the Mentor 

have experience in those areas?

n Is there a part of the role that the Family Partner is nervous or unsure about? 

How might the Mentor be able to help?

n Do the Mentor and Family Partner live or work reasonably close to each other?

n Does this pairing seem like a good personality �t?

While responsible to their assigned Family Partners, Mentors occasionally have 

contact with Organizational Partners, too. We make sure that Organizational  

Partners know about Mentors from the outset, and clearly understand the nature 

of their role. 

ADDING MENTORS TO THE MIX:  
Where Mentors Come From

Every state has at least one family-run organization 

that serves children with special needs. Many of 

the family members who organize and staff these groups have become 

recognized leaders, with considerable knowledge, experience, and training. 

The years they have spent working on behalf of their own children and with 

their organizations have honed their public speaking and advocacy skills. They 

have developed con�dence in telling their own stories, and in representing 

other families in a compelling way. 

Not surprisingly, these family members are often in demand. State agencies, 

academic institutions, health-care organizations and legislative groups are 

among those who turn to experienced family members to represent the family 

perspective as spokespeople, advocates and committee members. 

So why would an experienced, in-demand family leader want to mentor 

another family member in a brokered family-professional partnership? 

Because: in addition to promoting the family perspective in a way that helps 

shape policy and programming, mentoring helps create more family leaders!



Whenever possible, we �of�cially� introduce Family Partners to their Mentors. 

This step helps create a smooth transition; from this point on, the Family Partner 

is encouraged to see the Mentor as a primary contact for support (although  

Institute staff remain an additional resource). The Institute provides guidelines for 

the relationship, makes sure the Family Partner knows what to expect, and checks 

in now and then to make sure they are communicating regularly. In a real sense, 

we are brokering this partnership, too. 

At �rst, our Mentors participated on a volunteer basis, with largely unstructured 

guidelines for their interactions with Family Partners. During evaluation inter-

views, however, Mentors suggested we could greatly enhance the program by 

tightening up its structure and making the Mentor�s role clearer to everyone in-

volved. We did so, adding a $500 Mentor stipend for the six-month role.
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Table 4. The Role of Mentors

Mentors Are�
n Seasoned family leaders. 

n Personally and professionally experienced with the system of care for children  

and youth with special health care needs. 

n Experienced at building family-professional partnerships.

Aims of Mentoring
n To support Family Partners in achieving their partnership goals. 

n To nurture future family leadership. Through their Mentors, new Family Partners 

learn about and become part of the family leadership network in our state.

n To help the partnership broker evaluate the mentoring program.


