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	HRTW Policy Paper Series

We are pleased to provide you with this resource and hope this information will be helpful in assisting youth to maintain or improve their health and to become productive, independent community members and citizens as they so desire. 

HRSA/MCHB Healthy & Ready to Work National Center

The Healthy & Ready To Work (HRTW) Initiative promotes a comprehensive system of family-centered, culturally competent, community-based care for children and youth with special health care needs. As these youth are approaching adulthood it is anticipated that they will need support and assistance in making the transition from pediatric to adult health care and to post-secondary education and/or employment.

The HRTW National Center is co-located in three key organizations, and functions as a virtual center. The Center's mission is to promote changes in policy, programs and practices to enable them to support youth with special health care needs as they transition to adult health care, and to provide youth with funding, work, and independence through the transition period. 

It serves as a national focal point for the HRSA/MCHB HRTW initiative and provides targeted technical assistance and tools to HRTW state grants, state Title V CSHCN Programs, consumers and professionals.

The Co-Directors (HRTW TEAM) are seasoned leaders in health and transition from:

· The Academy For Educational Development (AED) - Disabilities Studies And Services Center (DSSC) in Washington, DC, one of the world’s foremost human and social development organizations; 

· The Kentucky Commission For Children With Special Health Care Needs, a State Title V CSHCN Program and recipient of two HRTW grants; and 

· PACER Center, a major liaison to national youth and family leadership organizations, helping the Center to assure the authenticity of youth-directed goals and objectives.
HRTW Phase II Projects: AZ, IA, ME, MS, and WI


Youth as Advisors: A New Generation of Leaders

Working with youth and young adults with special health care needs

First Edition - March 2003 

Purpose
The voice of youth and young adults with special health care needs offers important insights for health care providers and policymakers on state and national levels.  They are the new partners. It is time to provide a forum for their voices that will impact service systems and improve systems of care. It is important to nurture and provide opportunities for youth to speak and participate in planning services, creating policy, and evaluating systems of care. This policy brief provides guidance, sample application, and web resources to assist providers in increasing involvement of youth leaders.
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Youth as Advisors: A New Generation of Leaders

Working with youth and young adults with special health care needs 

A New Generation of Leaders - Families have been recognized partners in health care for their children for more than a decade and established partners in policymaking on local, regional, and national levels for almost as long.  Since OBRA, 1989, the Maternal and Child Health Bureau has mandated family-centered care and the participation of families on all levels of care, including the personal care of their child and in creating systems of care that meet the needs of children with special health care needs.  

The health care system has clearly benefited from the participation and collaboration of families.  The health outcomes of children with special health needs have improved to the point that now there is a generation of adolescents and young adults who have lived beyond expectation and have thrived in a system of family centered care.  

This new generation of consumers has reached adulthood.  They are here to remind us daily that they have their own views and their own thoughts on how to improve the system of care for persons with special health needs.  These views may not mimic their parents’ perspectives or be exactly the same for everyone, but they follow the path of the even more accurate experience of the consumer.  

It is this emerging voice that is essential to the ongoing journey of providing the best health services for children and youth with special health needs.  In turn, this input continues to help provide the best health outcomes and ensure a generation of healthy adults who are productive, independent, and living quality lives in the community as their own advocates. 

The voice of youth and young adults with special health care needs offers important insights for health care providers and policymakers on state and national levels.  They are the new partners.  It is time to provide a forum for their voices that will impact service systems and improve systems of care.  It is important to nurture and provide opportunities for youth to speak and participate in planning services, creating policy, and evaluating systems of care.  

By including youth in this effort we are not only setting them up for success, but we are also gaining skills and training from a resource never before utilized.  Youth not only want to speak out about their experiences, they are also eager to teach younger children with special health care needs how to be equally self-sufficient.

There are several steps to collaborating with youth and young adults to gain their authentic insights.  These include identifying youth to serve in advisory capacities, facilitating and maintaining participation, and identifying strategies to glean the expertise of ALL youth by expanding the definition of involvement.  

The following are suggestions and ideas on how best to gain this new expertise for your organization or state program.

When a MCH project was focusing on youth with special health needs (SHN), they hired a young adult with SHN and disabilities as staff.  She focused on creating and identifying materials for youth on self-advocacy, did trainings in self-advocacy, and led a "support group" for youth that focused on transition.  She was an excellent role model and the youth related well to her—far better than they might have to an adult staff member with no SHN. 

Identifying Youth Advisor Opportunities
Youth leaders can actively participate in many roles as advisors. 

· Members of task forces 

· Advisory boards

· Program evaluators

· Co-presenters

· Trainers of staff

· Paid program staff

· Mentors for other youth

· Grant reviewers

· Participants in needs assessments

· Reviewers of materials

· Witnesses at hearings

· Advocates

· Participants in focus groups

· Members of committees that hire new staff

· Fundraisers

· Participants at conferences

· Participants in quality improvement initiatives

· Facilitators or group leaders

The time to include youth leaders is at the very beginning, during the needs assessment for program planning.  However, youth can participate at any phase of programs.  The fresh eyes of youth and their honest appraisal will help ensure the creation of effective, responsive services.  

As roles for participation are identified, it is important to simultaneously build the commitment of administration and staff to recognize the role of youth as advisors.  This commitment will establish the foundation that is needed to support ongoing youth participation. 

Identifying Youth Advisors

· Who Do You Know?   

Finding youth who are interested in being advisors for your program may be challenging at first.  One simple way to find interested youth is contacting the families with whom you have worked in the past.  Their sons and daughters have probably grown up with an awareness of advocacy and services.  This is only one place to start.  It is important that once you “get your feet wet,” you quickly expand your network of youth to include as diverse a group as possible, including diversity in special health needs as well as in race and ethnicity.  

· Go Where Youth Gather.  

Check out established groups in the schools for a focus group or talk with various advocacy groups in the area; many have established youth support groups.  Again, this is a place to start, but it will not attract all the voices you need to hear.  As you become more comfortable with the process of identifying youth, you can begin to reach out specifically to those youth who traditionally do not participate in activities providing a forum for their voices to be heard. 

Identifying Youth Advisors (con’t.)

· Use Community Resources.  

Other possible resources for identifying youth advisors are:  Centers for Independent Living or recommendations from school nurses or teachers, local colleges, or recreational organizations and sports programs, and states that offer youth leadership forums.  Consider placing a story in an advocacy organization’s newsletter or perhaps a newspaper that targets persons with special health needs and disabilities. 

· Use National Resources. 

Good resources that are already established on the national level include the National Youth Leadership Network (www.nyln.org) and KASA (Kids as Self Advocates—www.fvkasa.org).  

These are well-established organizations and are organized to nurture leadership in youth and promote opportunities for their voices to be heard.  They have many resources, including young adults who are excellent spokespeople for children and youth with special health needs and disabilities.  

· Experienced Youth Advisors Can Find and Mentor New Advisors.  
Once you have established a group of youth who are comfortable in the advisory role, ask them to be mentors for other youth.  This provides an opportunity to further expand your network.  Be patient, the process can be slow, but do not hesitate to continually expand your network of youth.  Stopping means that you will not hear from ALL youth and it could keep your programs from meeting the needs of ALL youth.   

Possible Challenges To Including Youth As Advisors

In the early years, when parents first became advisors in many capacities, many challenges arose that caused a great deal of concern about the success of including parents as partners.  Looking back on the success of parents as important allies in creating systems of care, one can now learn from the mistakes made then, and apply lessons learned in working with youth.  We can now happily skip that painful learning curve.  

Consider the following suggestions to bypass some of the challenges. 

1. Provide a Comfortable and Caring Atmosphere.  

This seems like an obvious one; however, do we, as adults, remember what a comfortable and caring atmosphere for youth and young adults really is? Entering a room full of adults is not something most youth experience as comfortable.  However, coming into a room of other youth who  they know is a much more likely magnet for participation.  Working with an established group on a needs assessment or a focus group is a great way to begin.  It would then be easier to move ahead.  As you begin to establish a group, ask some to be mentors to new members.  Recruit youth with experience to facilitate the group.  Serve  favorite foods; that’s a real draw and another excellent way to provide an atmosphere of care and comfort.  

Suggestions to bypass some of the challenges (Con’t.)

2. Provide Purpose, Process, and Feedback.  

Be clear with expectations and roles for youth leaders (be sure to use youth-friendly language) about what you want the group to do, what information you might need, and more importantly, why you might need this info.  Be sure to let them know that for this type of information, they are the experts.  It will benefit the group to first establish some good ground rules, such as the importance of listening to each other, taking turns to talk, and being open to all suggestions.  If the group has a youth leader, work directly with him or her and let that person lead the meeting as they usually would. 

3. Provide Training and Mentoring.  

If you are looking for a long-term commitment by a task force or advisory committee, it is important to provide training about the goal of the committee or group.  Delineate your expectations for both the role that members will play and the extent of their commitment.  Provide clear information regarding what it means to be part of an advisory committee.  Do not assume that youth will know this.  They are experts about their conditions and their experiences, but they may not have had any experience as members of an advisory committee.  Provide a mentor for the youth.  This may be another member of the advisory committee who will answer their questions and take time before or after meetings to discuss any thoughts or concerns the youth may have. 

Sometimes youth get frustrated at how slowly a system moves to change.  Giving clear and honest input about how long the process will take and the potential impact of their participation will be important.  Be sure that you give the group timely feedback on how their input affected the program and/or policy.

Find out whether there are training sessions that are available to the youth as part of the organization and include youth as participants in ongoing training sessions.  Their participation will broaden their experience and give them valued insights into everyday practices. 

4. Consider Transportation and Timing. 

Transportation can be a large barrier to participation.  Check at the outset about transportation needs and be sure to budget for it.  Many youth may need payment ahead of time in order to pay for transportation. 

Timing is important.  It can impact treatment schedules, energy levels, and, of course, other commitments.  Try holding meetings at various times and locations to allow for some flexibility.  Be prepared to offer these meetings at evening or weekend times.  If the group is an established one, you can indicate your true interest in their expertise by showing you want to gain insights into the group’s needs, e.g., medical treatments, meals, energy levels, accommodations, etc.  Last but not least, include some breaks for fun. 

5. Compensation.  

Since youth are being considered as bona fide experts, compensating them for their time and expertise is very important.  Their input is very valuable; you cannot obtain it from any other resource.  Budgeting can be done at the beginning of the process of initiating youth as advisors.  Items to consider include time, travel, needs for a personal attendant, alternative formats to printed materials, etc. 

Offer Accessible Information  

It will be imperative that all information that is used by the youth advisors is accessible to them either in their native language or in accommodation for certain communication needs, such as Braille, large print, text captioning, sign language, or a certain reading level.  The value of including all youth and accommodating varied communication needs will provide a truly rich resource for your organization.  

Expand the Definition of Involvement!  Just a Click Away!

In this age of technology, there are many ways to gain input from youth that are both accessible to them and handy for your program.  Telecommuting advisory groups are coming to the fore.  This is a perfect way to include many youth who are in various locations, and this can easily address any transportation barriers.  Teleconferencing is another way to provide information and gather input from various audiences. 

However, it is important to consider the importance of training and information, as well as support, for the youth advisor who is telecommuting.  This can be overlooked when they are not physically present in a group.  Again, using mentors for this form of advisory committee works well and offers needed support. 

Other approaches for gathering input and information from a variety of youth include suggestion boxes in clinics and satisfaction surveys for youth in clinics (with consideration for making the survey accessible for all youth through accommodations).  Following up with youth right after a clinic visit is a good way to gain insight into a clinic’s services.

The fresh and honest appraisal of youth and young adults with special health care needs and disabilities cannot be omitted from the development and evaluations of programs or policies that affect their health and future.  They are here, we have worked hard to be sure that they are here, and they must be an integral part of creating a system of care.  

As you move forward in planning services, keep the voice of the youth consumer ever-present.

Sample Application - Youth & Young Adult Leaders

Youth Advisory Council  - or - Speakers Bureau 
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 via e-mail to ADD EMAIL ADDRESS
ADD NAME AND AGENCY

Phone:  XXX-XXX-XXXX

Applicant Criteria

1. Age range 18-25, should have celebrated his/her 18th birthday prior to or on April 1, but must not have had his/her 25th birthday prior to April 1.

2. Have a disability or chronic health condition since childhood. 

Disclosure of your disability/health issues is optional. 

We are seeking your expertise based on your personal experience and insights. 

Application

1. Your Contact Information

· Name

· Preferred method of communication 

(e-mail, telephone, TTY, via personal attendant support, or assistive technology)

· E-mail address

· Phone or TTY

· Best time to contact you (day of week and time of day)

· Personal Web site (provide URL)

· Snail mail Address

2. Details About You

__ Yes, I meet the criteria: I am between 18-25 and have a disability or chronic health condition since childhood

· Geographic area

(Region: Northeast, Southeast, mid-West, West, Central/Plains, Southwest, Non-continental US)

· Type of Community

 (Urban, Suburban, Rural, Remote, Frontier or other, please specify)

· Cultural Diversity (listing per US Census and Lou Harris Poll)

__ Asian/Pacific Islander

__ Mixed Racial Background

__ Black/African American

__ White (non-Hispanic)

__ Hispanic/Latino

__ Other, please specify

__ Native American/Alaskan tribe
__ Decline to Answer

· Disability and/or Chronic Health Issues (check all that apply)

__ Motor/mobility

__ Sensory
 __ Decline to Answer 

__ Communication

__ Cognitive


__ Chronic Health Issues 

__ Other, please specify
2.  Details About You (con.t)

· Employment Field (currently working in, or studying for)

· Education History (highest degree)

· Resume ____ Yes _____ No   
(if you have one please provide e-copy with this application)
· Future plans and interest areas

· What issue(s) do you feel most passionate about?

3. Areas of Expertise

In which of the following topics or areas do you have personal experience or expertise and could develop a presentation or participate in a panel discussion?

· Specific Disability or Chronic Health Issue Expertise - please specify 

· Health Issues 

(Access, coverage, taking charge of your health care, transition to adult care)

___Yes
Please specify

___ No

· Medical Treatments (Non-intrusive practices, age appropriate treatment, taking charge of your health care, developing a portable medical file, etc.)

___Yes
Please specify

___ No

· Policy Issues (Universal design, disability, education, health care, etc.)

___Yes
Please specify

___ No

· Public Benefits (SSI, SSDI, PASS, Medicaid, Medicare, PAS, etc.)

___Yes
Please specify

___ No

· Legal Rights: Role and Responsibilities  

          (IDEA, 504, ADA, HIPPA, Transportation, etc.)

___Yes
Please specify

___ No

· Grant Review

___Yes
Please specify for what agency and year of review:

___ No

· Developing Policy Papers and Briefs

___Yes
Please list title

___ No

· Inclusive Settings (Education, recreation, employment, visitability)

___Yes
Please specify

___ No

· Creative Problem Solving: When existing systems can’t provide a solution, other ways to make the system work

___Yes
Please list two areas

___ No

3. Areas of Expertise (con’t.)

· Marketing your message and materials to reach consumers and decision-makers

___Yes
Please specify:

___ No

· Information for Consumers and Families: Author or how to find it

___Yes
Please specify:

___ No

· Negotiating What You Need

___Yes
Please specify what topics:

___ No

· Other? Please specify:

4. Recent presentations you have given.

Please list your last three presentations giving the titles, dates, locations, and groups to whom presenting. 

Name of Event
Location/City-State/Date(s)
Audience Type/Size



(Families, Youth, Professionals)


1.

2.

3.

Are any of the following items available?

Audio tape 
___ Yes 
___ No 

Transcripts (provide e-copy) 
___ Yes 
___ No

Video tape
___ Yes 
___ No

Web links to video streaming (provide URL) 
___ Yes 
___ No 

Power-point presentations (provide URL) 
___ Yes 
___ No

URL:

If the above items are not available, please ask someone who heard your presentation to write a brief description about the strengths of your presentation. Include his/her comments in this section (add his/her name and contact information).

5. Recent training sessions, skill-building which you attended.

Please list your last three skill-building training sessions, meeting facilitation, or educational or mentoring opportunities. 

Name of Event
Location/City-State/Date(s)
Target Audience

(Families, Youth, Professionals)

1.

2.

3.

6. Honorarium

What fee do you usually charge for your time and efforts in preparing and conducting a presentation?

Check all that apply:

____ My fee is $________ hourly ______ or daily_______?

____ Fee is determined by the funders of the event I am invited to.

____ I have never been paid for my expertise.

7. Transition to Adult Health Care

· Do you have first hand knowledge and/or 

experience in preparing for and actually 

transferring from pediatric to adult care? 

___Yes
___ No

· Was this transfer related to all of your 

health needs?

___Yes
___ No

Or was it only for special issues?

___Yes
___ No

· Was this process smooth, uncomplicated?
___Yes
___ No 

· If it wasn’t, do you have suggestions on how 

to improve this process? 
___Yes
___ No 

Please share a few ideas:

8. Personal Recommendations

Please provide the names and contact information of two people who have heard you present and would recommend you to others (one can be a family member or friend).

Name


Phone Number or E-mail

Relationship

1.

2.

9. Is there anything else you would like us to know about you?
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