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Abstract

Much has been written about the ‘dot com’ revolution, with corporate gurus celebrating the economic power of an Internet presence. Much less attention has been directed to the softer face of non-commercial websites, those sites devoted exclusively to the education and support of children. This article addresses such a site, one that could be categorized as a ‘dot hope’ offering. It describes its impetus,  chronicles its evolution, examines its offerings and evaluates its merit.  

The website, “Band-Aides and Blackboards”, was developed to improve the quality of life for children growing up with serious medical challenges. It sought to do this by publishing their narratives, with the belief that if  ‘healthy’ elementary students were better informed about the nature of childhood chronic illness and disability, they would be kinder, more inclusive, and less afraid of these classmates who find themselves living in the margins of childhood. 
The Dot Hope Face of the Internet:

The Development of a Website For Children with Serious Medical Challenges

Imagine growing up with a medical problem that marks you as different—that leaves you feeling as if nobody could possibly understand what it might be like to ‘be you’. Now imagine that your classmates see you, not as the you they knew before you acquired this condition, but as a you that is somehow fundamentally changed, and as a result, fundamentally flawed. 

“Band-Aides and Blackboards” was conceived as a way of weaving a web of support around children who must navigate childhood burdened by such long-term medical challenges. Designed as an interactive website, it was given an Internet birth in 1997, and has been growing through its toddlerhood since then. Its goals address those social responses to illness that cast a shadow of stigma on the children so affected. Because the Internet is exempt from barriers of space, time, and disability, it seemed a perfect medium to communicate with and about all of those children—from downtown New York to outback Australia.

Prevailing culture privileges self-sufficiency and ignores the profound ways in which we are all interdependent (Couser, 1997). The children participating in this web project provide primary source data that argues against such a norm. They remind that we are all members of a society that depends on its sustenance from the support we offer, one to another, regardless of the presence or absence of illness or disability. And they worry that when physical health is compromised, an even more difficult challenge emerges; a threat to identity from the ensuing social response. 

One of the first “Band-Aide” experts, a child coping with a virulent form of bone cancer, conveyed through the web a sentiment true to the experience of many of the child authors on the site. She noted that “you look, but you don’t see me…you don’t see the person, the determination, the vitality, the fear, the passion for living, the capacity for love”. She urged a world too often insensitive to the challenges of illness to “open your eyes and see me…look beyond my illness, look into my world. See the many pieces, not just one.” Why is it that this youngster felt so stigmatized by her illness? And why is it that the social response to illness often poses more stress on children than does the illness itself? This same child tackled those questions when she revealed that:


    I get treated pretty oddly because I limp, and I still use one crutch

                sometimes - my leg gets too sore and tired without it. People I don't

                know see that, and assume I've had a knee reconstruction or a car

                accident or something. And they're fine with that. Very sympathetic,

                in fact. But when I tell them I had cancer, their entire attitude

                towards me changes. They move slightly away, without realizing, and

                either spend the rest of the conversation telling me how brave I am,

                or they treat me like a mental defective.  (Alston, 1997)

In a world filled with children at play, blisters, scrapes and cuts are a fact of life. They are part and parcel  of growing up and taking risks. Children usually respond to such injuries with  cries of pain, calls for sympathy, and  requests for Band-Aids. The Band-Aids covers the injuries, and life goes on. Quick fixes. Efficient and effective. The children wipe their tears and resume their play. 

Band-Aids, however, don’t work this magic with chronic illness.  They cannot cure it, take it away, cover it up or prevent it from occupying a large part of the lives of the 12.6 million children having special health care needs. Add to this an uncalculated number of children and youth “at risk” for such needs, and it becomes apparent that the situation demands focused attention (Newacheck et al., 1998). Despite this unfortunate reality, school settings often employ “Band-Aid approaches” to the educational issues that arise when chronic illness enters the classroom.   When problems are obvious, remedies are sought. To cover the wounds, and to make them all better. But when children with chronic illness bring their stressors to school and hide them under the cloak of normalcy, the educational system is not proactive in its attempt to understand and meet the needs of this growing population. Like the limitations of the humble Band-Aid, cover-ups don’t work when the wound is too deep, or too pervasive. 

The development of the website, “Band-Aides and Blackboards” (the ‘e’ was added to differentiate it from Johnson and Johnson’s trademarked ‘Band-Aids’), was informed by the needs of a diverse audience of children (both medically compromised and healthy), teachers, health professionals, and parents. Designed to house the stories of children with chronic illness and disability in order that healthy peers might better appreciate the nature of their lives, this Internet space is fundamentally a portal to their experiences, and to their prescriptions for making the world a softer place. It is the evocative, passionate, and often poignant words of children that hold the power to effect societal change. 

The website offers children a forum to tell their stories—to share their words, and through them, their worlds. From the stories of over one hundred children and youth, themes have been extracted that reveal an ache to be normal, a sense of isolation, a frustration about not knowing how to deal with teasing, a need to maintain secrecy when medical conditions are not visible, and throughout, a deep appreciation of each day. These themes have been developed into many pages, for many different audiences. 

In the Beginning

The website began with an invitation to children and their parents to participate as ‘experts’ of Band-Aides, with the hope that the children would submit stories for publication on the site. The note directed youngsters to a page of questions that could either be answered directly or referred to indirectly to inform the stories. The data gathered in response to the invitation provided a peek into the nature of the children’s lives, and the themes drawn from that data reflected the complex reactions children have to disabling medical conditions.  

There are advantages and disadvantages to using the Internet as a venue for data gathering and storytelling, with advantages outweighing limitations of this forum of communication. A child in Canada with osteogenesis imperfecta (brittle bone disease) best articulated its power. This little girl had been confined to bed for a year when she explained that through the web, she could go wherever she wanted to go, traveling through this electronic network without being afraid of breaking bones on her  journey. Given the nature of her condition and the imposed separation from her peers, this youngster needed desperately to feel connected, and the Web served that purpose well. The data she contributed was made possible only through such electronic access to her world. 

Children with the physical stigmata of their medical conditions or treatments are very sensitive to the response of others to their "differences." Because electronic exchanges are blind to appearance, they provided a mechanism for these children to communicate freely without worrying how their appearance might filter an understanding of their words. Because the children did not need to "show their faces," the stories had the advantage of being true to their lived experiences. For example, one child responded to the questions posed without having previously received permission from his parents—permission required of children for inclusion on the site. When requested to ask his mother or father to take a look at the permission page and send consent, such permission was received with an addendum from his mother expressing amazement at the candor of his story. "Ever since Tyler lost his hair, he's been very private about his feelings. Yet he told you just how he felt." The electronic exchange with this child created a low-risk situation that allowed him to express himself.  When barriers of time, space and visibility were removed, a cloak of anonymity was fashioned that provided him a cover of safety from which he could freely tell his story. 

While the advantages of electronic communication with children are clear, its 

limitations are important to address. For instance, there was no foolproof way of ensuring that the stories received were authored by the children. Or that the permissions given were composed by the parents. In addition, the written word is incapable of communicating the nuances of language that the nonverbal component of face-to-face interactions might have provided. And  socio-economic limitations restrict the stories, for the most part, to children with access to home computers, thus obviating a representative voice. Finally, some could remark that the children who did participate might well have personality characteristics different from those who were aware of the invitation but who chose not to submit their stories. These critics might conclude that the themes drawn from their stories and developed into web pages are not truly representative.

The Field of Dreams

Expectations of receiving many positive responses from children after invitations were posted were greeted with a resounding thump. Yet here, finally, was a forum for youngsters to voice their narratives. Like in the movie, the “Field of Dreams”, this ‘cyberspace’ was built, yet the children did not come. Reflection on what seemed a dismal failure prompted a more aggressive publishing strategy. The site was submitted to all major search engines and announced on many disease-related sites. Large health care sites, several education and health care ‘listservs’, and over 100 elementary schools were contacted through e-mail. They were encouraged to review ‘Band-Aides’, and were informed of the resources that the site had to offer.

Informed Consent

Parents who shared their children’s conditions on listservs were asked to visit the site and to consider inviting their youngsters to participate. They were directed to two pages; one informing them of the project goals, the strategies designed to achieve them, and the protection afforded participants, and the other, to a page of questions to stimulate their children’s thinking about what to include in submitted narratives. The process of informed consent involved securing both parental permission and child assent. Because there are dangers associated with an Internet presence, a page was constructed that explained both the risks and benefits to parents (parent.html). Children requesting that their stories be told were assumed to be giving their assent to such participation on the website. Attempts were made to ensure that the children were indeed interested in participating, and that the impetus for their involvement was not solely from parents. Parents were counseled that some children prefer not to communicate about their medical challenges, and that such decisions should be respected. Once both parental permission and child assent were assured, an electronic dialogue ensued, with focused questioning designed to flesh out the stories the youngsters submitted.

Initial Content Development

In an attempt to provide visitors with a sense of the experience of children with chronic illness at the onset of site development, data were collected from hospitalized youngsters about the experience of re-entering school after extended absence. Some of their comments were published on a page titled, “People Say and Do the Strangest Things” (teasing.hml), and others in a story fashioned around the data gathered about the first day of school for an eight-year-old recently diagnosed with diabetes, “Sally Goes to School” (sally.htm). These ‘patients’ were further offered the opportunity to serve as ‘tour guides’ on a series of pages designed to provide an introduction to the hospital. The hospital tour empowered them to communicate to their classmates their expertise about such clinical paraphernalia as pulse oximeters, oxygen masks, traction, and intravenous infusions (hospital.html). 

In addition, some children shared ‘tips’ for health care providers, educators and parents when they did not have parental permission to submit narratives. These anonymous tips were crafted into separate pages. The cyberspace was growing, and the children were claiming it as their electronic home. The field of dreams was becoming a field of possibilities as they told their stories, shared their poetry, and revealed that the medical challenges they claimed did not define who they were as children.

The Growth of a Dream

Originally directed to an audience of elementary school children, their teachers, parents and health care providers, Band-Aides… received many stories and some powerful poetry from adolescents. This age diversity of childhood ‘experts’ suggested a need to divide the site into a section for ‘kids’ and another for ‘teens’ in order that the language used might be appropriately directed to each group. The teen introduction and invitation to participate were designed with that audience in mind. And the site grew. 

Soon, requests to share stories were received from adults who grew up with chronic illnesses and disabilities. The stories communicated a wisdom borne of serious challenges and remarkable resilience. Because the counsel these adults brought to the site was of such great value, the site was further divided into a section for adults. They had ‘been there, done that’, and the suggestions they offered were applauded by youngsters growing up with illness. The adult pages soon expanded beyond individual narratives to include exemplars of parenting, tips from the children for parents, teachers, physicians and nurses, and additional Internet resources for that diverse audience.

Stories and Then Some

The narratives received were filled with passion, humor, frustration and loneliness. They revealed significant strength, and they communicated significant problems secondary to the social response of others to ‘differentness’. 

Too often, health professionals co-opt patient stories by translating them into the specialized jargon of disease talk; acronyms, laboratory values, algorithms of medication dosing. Even when diseases are effectively treated, patients may be left alone to struggle with the integration of the experience of illness into a coherent sense of self. The stories of the children argue against Because of the degree of stigma apparent in so many of the stories, pages were crafted around the nature of and response to teasing in an attempt to empower children with effective strategies for coping with it. One such page featured healthy youngsters advising children about how to deal with insensitive comments from their peers. These ‘teasebusters’ provided hints informed by both lived experiences and uncanny wisdom: "The thing is”, one of them said, “everybody gets teased, so you just have to blow it off and don't let it bother you. Otherwise it'll get worse." (teasing2.html).  Narrative discourse 

As visitors to Band-Aides provided comments and suggestions, the site grew. Siblings wrote of their challenges growing up in the shadows of illness, (sibs.html); imagery was offered at the request of a mother whose son was dying of rhabdomyosarcoma, (yardin.html); lesson plans were constructed to offer teachers some guidance in curricular use of the site for elementary and middle school students, (sampler.html); poetry was written to translate medical jargon into language acceptable to children ( e.g. leukemia.html), an orientation was constructed to the hospital for parents, (orient.html), and many interactive pages were offered to engage children as they visited the pages.

Many visitors to the site requested specific advice, much of it available on line, but seemingly hidden like needles in the haystack of the web. The most substantial page of Internet links was developed for teachers, so that they might better support students who come to school with significant medical problems. (http://www.faculty.fairfield.edu/fleitas/healthed.html)

Evaluation


Process evaluation of the site involved requests for feedback of its structure and content from experts in web development and professionals in health care and education. As a result of structural feedback, navigation was improved, colors were used in a more complementary fashion, contact information was available on each page, forced music was eliminated and user-controlled audio files were employed, and alternative text was provided for all graphic images. As a result of content feedback, links were provided at the end of each narrative to allow readers easy access to disease specific information at credible health sites, terms were defined in developmentally appropriate language, and additional pages were developed to address needs defined by parents, teachers and health care providers.


Outcome evaluation is ongoing, with letters from the following constituencies serving as a major vehicle for assessing the degree to which the audience-specific objectives have been met:

· Healthy Children and Youth:  

· Objectives:

· Appreciate classmates growing up with medical-related differences.

·  Relate to peers, regardless of difference, in an inclusive, non-stigmatizing manner.

· Understand that the essence of personhood has little to do with physical and behavioral diversity.

· View the hospital in a positive manner after taking the ‘hospital tour’.

· Sampling of letters:

· The stories made me cry and made me know why it's important to be nice to the kids in my class. 

· I liked the pages about teasing because kids tease me since I'm slow so I tease other kids. Now I won't anymore because it's dumb.

· I thought I had it tuff having to live with my two younger sisters yet when I read how some children would give their whole lives to be able to do the things I do my heart just went out.  

· Hi,  I am 13 years old.  I do not have a medical problem and I do not know anyone who does.  But I still really love your website.  I have wondered for a long time what kids feel like when they have  serious medical problems.  Your site helped me to understand.  I also know now that if I ever meet someone who has an illness, it will be okay to ask them about it.  It also makes me feel good to know that if I ever get very sick (which I hope I never do) I would have somewhere to go to for support outside of family and friends.

· My son went to the hospital for a "minor" operation, and the next day asked to find hospital stuff on the Internet.  We found your virtual tour and loved it!  Thanks a lot for this fun and educational

            experience.

· Children and Youth with Medical Challenges:

· Objectives:

· Become empowered as experts in this health education intervention project.

· Employ positive strategies to address teasing and exclusion.

· Use relaxation and imagery effectively when under stress.

· Sampling of Letters:

· I have received several letters over the past few years from people who have visited my page on your site.  It's been great for people to know that they are not the only ones out there, and I have felt so good that my story has helped other kids.

· I have become friends with people I never would have imagined, people from all over the country who are different in many ways--but similiar in one.  All in all, the site has helped me so much to know that there are other people who are out there with similiar stories--other people out there to offer support to, and other people out there who understand what its like to be "the sick kid at school". I am a better person because of Band-Aides.

· I just wanted to tell you that reading these pages made me cry. It's really amazing to think that somebody wants to educate kids about what it's like being sick. When you've got a disease like mine-one

 that doesn't show and one that a lot of people don't believe in, then it gets tough. So if a bunch of people could grow up understanding bit about what it's like being chronically ill...well, it'd be a great thing! Blessings on you.

· It is amazing. I used some of the teasebusting tricks, particularly how you suggested using humor, and it really worked. Thank you a million times for helping me so much. 

· Just wanted to let you know that my 7 yr old daughter, dx May 1st with leukemia, is reciting your leukemia poem to me for the sixth time!  She loves it!!!!!  I think she finally truly understands what leukemia actually is and why she has to have her blood checked so

            often.  I think this site is WONDERFUL!

· Having my story on your site has done a lot for me in the past year For a while, things had gotten worse for me, and I tried to kill myself twice.  I was put on medication, but your site helped me get through everything...I was getting teased so much that life became unbearable.  However, in that time, I remembered the inspiration of BandAides and Blackboards, and with the help of a school counselor, I began teaching disability awareness using the site as a tool.  Now, I have started a penpal program for ill kids, and it is thriving in several areas of the United States and Australia.   I could not have done this without the courage the stories on B and B gave me. I think your site represents a bright and shining star on the web.

· Health Professionals and Educators:

· Objectives:

· Focus interactions on strengths rather than deficits when working with youngsters with physical or behavioral diversity.

· Appreciate the need that children have to be involved in decisions affecting them.

· Individualize goals to the developmental and medical status of patients/students.

· Appreciate the 'patient's voice' when studying disease entities.

· Provide holistic care that locates youngsters in the context of their lives rather than restricting the focus of care to disease and disability.

· Recognize the power of compassionate support to this population.

· Incorporate tips from the "band-aide experts" while providing support in acute care settings.

· Delineate the stressors confronting siblings of children with complex medical problems.

· Attend to the overt and covert needs of siblings

· Sampling of Letters:

· I am a pediatrician in private practice for the last 20 years. I was greatly impressed and moved by your web site. Thank you for such a worthwhile effort. I learned a lot from reading the children's comments and poetry.

· Your site has helped me professionally and personally. I am a doctor and the teen poetry gave me an immense insight into how to relate to anyone with a terminal or debilitating illness. My own elderly mother has been quite ill recently - now recovering and this experience disturbed me quite a lot. Visiting your site was of indescribable comfort and the inspiration of your strong yet fragile, spiritual yet human contributors and their philosophies and fears was so very welcome.

· I find that I am very apprehensive with the disabled students at my school.  I like them, I talk to them, but somehow I am afraid of offending them in some major way.  Unfortunately, I probably confuse them with my strangeness.  I guess it's kind of guilt that I do not have  to walk on crutches and wear braces, or depend on a wheelchair and deal with deformities.  Or to adapt and deal with blindness and deafness in a visual and hearing discriminative world. I am floored!  I am so happy to find your site.  This is the kind of thing I have been looking for!

· WOW!   The site's WONDERFUL!    In two minutes of perusing, I found three stories that will make a difference for 8 kids I can think of off-hand.  Thanks so much for making this possible. As you can no doubt tell, I'm really excited about what I found.  I'm really grateful for the chance to reach some of these kids who end up adding depression (sadness?!) to the disease process because they feel so isolated.

· I am a school psychologist and have used information from your site over and over and over.  Thank you for your efforts and insightful information.  I have passed the site address on to many parents and teachers and have used much of the information on teasing in developing a series of workshops for both teachers and parents.

The evaluation of the site continues, with plans to explore behavioral differences in children using the site in the curriculum with children not so exposed. Band-Aides and Blackboards is indeed a work in progress. 
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