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Name of Health Website:  Pain Partner (URL: http:// PainPartner.org)

Specific Aims:  

Pain Partner’s objective is to provide a welcoming interactive site for chronic pain patients and their caregivers to receive education, engagement, and empowerment on various aspects of living with chronic pain.  While there are many informative websites currently on the internet addressing the issue of pain, there is a void in the area of interactivity among patients, caregivers, and experts.  The purpose of Pain Partner is to bridge the gap of static information with the addition of interactivity, user-generated content, and community support surrounding the issues of chronic pain.

Background and Significance:

The impact of chronic pain on our society is immense and will continue to increase due to an aging population.  According to the American Pain Society, pain is the leading public health issue in our country, and is the most common symptom that leads individuals to seek medical care (Mayo Clinic 2001).  The cost of pain in our society, inclusive of medical bills and work days lost, is estimated at greater than $100 billion per year.  The weighted mean prevalence of chronic pain in our society has been calculated to be 35.5% or 105 million people (Harstall, 2003).  Chronic pain can be differentiated from acute pain as pain which lasts longer than expected in relation to the injury or trigger.  It may progress or it may ebb and flow.  Current underlying disease is not necessary for a diagnosis of chronic pain.  Chronic pain is not only a disease of aging; as it is estimated at approximately 20% of children under the age of 18 currently suffer from chronic pain conditions.  Additionally, many young adults also suffer from chronic pain, as evidenced in the fact that back pain alone is the most common work related chronic disability for workers under the age of 45 years old, leading to over 50 million lost work days per year.

Data from the 2006 Pew Report indicates that 80% of internet users report they use the internet to search for health information.  Since pain has been documented as the most common symptom leading individuals to seek medical care, the development of a website related to the needs of those individuals with pain would seem to be addressing an expressed need.  A potential risk from launching a site such as Pain Partners is the cost of development and maintenance in relation to user benefit, which may be hard to quantify beyond analysis of number of site visits.  The benefit of a site such as Pain Partner would be to support a large subset of the United States population with interactive tools to connect with others in similar situations and decrease the isolating effects that may occur as a result of chronic pain and disability.
Research Design and Methods:
Needs Assessment: Pain Partner is primarily targeted at three broad groups within the larger chronic pain audience: 
1. An adult with chronic pain (male and female)
2. A parent of a child with chronic pain

3. A caregiver (either family or professional) of a person with chronic pain.  
These three groups were selected for their personal nature with the experience of chronic pain.  The Pain Partner site will differentiate itself from the current pain related websites which by providing a site which is both informative and interactive by allowing expert (site) and user generated content to create an informative, relevant site addressing the experience of living with chronic pain. The Pain Partner site will need to be piloted with representatives from each of the selected target groups to insure relevance, appeal, usability, and effectiveness of material and concept.   Because of the specific community building nature of the concept of Pain Partner, it will be necessary for the majority of site needs to be informed and gathered from representatives of the end-user groups.  
In working through the potential audience for the website, four personas were selected and developed for chronic pain patients or caregivers, while a fifth persona was developed for a potential funding organization:
1. Jim, 52 year old Caucasian male, commercial fisherman on full disability related to a back injury.  Low literacy level, and low health literacy level.  Uses public computer at the library for internet access.  Has been socially isolated due to injury/disability.   Discouraged about disability and coping with chronic condition.  Would like to connect with others and ask questions about how they are dealing with specific concerns on living with chronic pain conditions.

2. Martha, 72 year old Caucasian female, retired administrative assistant with persistent pain following a bout with shingles.  (Her husband George, 75, has been in a family caregiver role since Martha’s illness).  Martha is particularly interested in researching new treatments for post shingles pain (post herpetic neuralgia), especially formulating questions to ask her doctor at her next visit.  She is very organized and likes to keep all of her medical information as hard copies in folders to bring to the doctor’s appointments.  Martha is interested in static, printable information from the website, although may be interested in exploring some discussion groups.

3.  Karen, 31 year old African-American female, and her son Mark, 6 year old African-American male with chronic pain from sickle-cell disease.  Karen works part-time as a registered nurse, is married and cares for her one-year old daughter in addition to her son Mark.  She has high health literacy as a healthcare professional but feels very alone in her worries about her son, his prognosis for the future, and his bouts with chronic pain.  She would like to connect with other parents with children who are in similar situations.  She is comfortable with the internet and would like to find a community where she can connect by cyberspace with short comments, maybe sharing tips, links, video or photos.
4. Sally, 55 year old Caucasian female, college professor, single parent of two teens, and long-distance caregiver to her mother who currently has chronic arthritic pain and is contemplating undergoing hip replacement surgery.  Sally has a high literacy level, but is not as comfortable with her health literacy skills. She has many questions concerning her mother’s treatment and especially what types of issues she should be concerned with as a caregiver.  She has researched many of surgical issues surrounding hip replacement on other health related internet sites, but would like to connect with other family caregivers for support and encouragement.  Sally’s work and family life make it difficult for her to connect with others in traditional support group formats, so an interactive peer to peer online forum appeals to her.  She is interested in gaining tips, guidance and perhaps some online partners to help her synthesize her mother’s pain management and care needs.
Additional target group:
Potential funding organization:  The concept of PainPartner.org is not a revenue generating model, so outside funding will be a necessary component to consider in assessing the needs of the site.  From the perspective of an outside non-profit funding organization, the site will need to fit with the mission of the organization and generate increased visibility, provide value added benefits to their client base, and/or increase donations to the funding organization.  In designing the Pain Partner site, the potential funding organization identified was the MayDay Fund (http://www.maydayfund.org), an organization whose website describes their mission as:  “…dedicated to alleviating the incidence, degree and consequence of human physical pain.”  The fund has been in existence since 1992 and has consistently provided some level of funding to innovative projects surrounding issues of pain in society.

Competitive Analysis:
Three sites were researched for the competitive analysis portion of developing the overall concept of Pain Partner.org.  According the 2006 Pew Report, over 60% of health consumers begin a health search through a search engine portal.  Using Google as a search engine, a search with the term “chronic pain” was undertaken and three sites within the top ten search results were compared for this analysis.  These sites were:
· American Chronic Pain Association (http://www.theacpa.org)

· Massachusetts Pain Initiative (http://www.masspaininitiative.org)

· National Pain Foundation (http://www.nationalpainfoundation.org)
All three sites target the healthcare consumer versus the healthcare professional in their content; allowing for a valid comparison among the sites.  There were varying degrees of busyness to the homepages and subpages of each site.  Overall the sites seemed overly busy and complicated by providing abundant information on the home page.  In considering that the target audiences for these sites are people under stress because of chronic pain conditions in themselves or others close to them, having a site that is uncluttered and easy to navigate would seem more appropriate.  The American Chronic Pain Association uses a less cluttered format, but still is quite text heavy.  Colors used on the sites reviewed ranged from peach tones to red, white and blue.  Interactive features varied on each of the three sites.   The American Chronic Pain Association features site generated educational videos, audio relaxation guide, in addition to its text based site content.  It does not feature any user generated content, blogs or discussion boards.  It does seem to be updated frequently in the news section of the site.  The Massachusetts Pain Initiative site is co-sponsored with the American Cancer Society.  It provides expert driven content and while informative, there is no user generated content or interactive forum.  The site has a great deal of content, but appears very text heavy.  The prominent co-sponsorship with the American Cancer Society may limit the number of non-cancer chronic pain sufferers who would use the site.  The third site analyzed was the National Pain Foundation website.  This site was the most interactive of the three sites surveyed.  It provided some user-generated content in the form of “my community” and “my journey” where members could join a discussion forum with numerous threads and could post their own pain journey stories.  Other interesting features on this site included downloadable PDF medication logs which would be a helpful addition to a pain patient’s personal health record.  The home page of this site was very busy and may be distracting for a first time visitor to the site.  The colors used for the site are red, white and blue and seem to add to the busyness of the site.  All three sites had similar registration and log-in procedures and all had medical disclaimers posted on a subpage.  It was difficult to gauge site activity on the American Chronic Pain Foundation and the Massachusetts Pain Initiative sites, but the National Pain Foundation site did list the total number of posts on the discussion board (2122) and the total number of users (16619). 
Using the information gained from the site analyses, it is apparent that there are many sites that provide excellent, reliable information about chronic pain.  However, none of the sites provide what Pain Partner would provide: an interactive online community for chronic pain patients and caregivers with tools that would educate, empower and engage users to live successfully with the diagnosis of chronic pain.  It will be important for Pain Partner to differentiate itself in this way to create the most impact with the site and concept.  The current sites evaluated also tend to be text heavy and very busy, especially on the home pages of each site.  Pain Partner will seek to create a calm and simple home page and subpages by use of limited text, use of graphic design and video features to explain navigation and concepts, and specific attention to use of organic, neutral color tones for the site which will provide a more serene, calming environment for someone who is under the stress of chronic illness or caregiving.
Technology Environment and Content Generation:
In reviewing the needs assessment, the site will need to appeal to a wide variety of ages, internet/computer literacy levels, reading abilities, health literacy levels, and gender (although female users will probably make up the highest percentage of users, according to 2006 Pew Health Report).  To address this issue, the home page will be welcoming by featuring simple categories of users: “I have chronic pain”, “My child has chronic pain”, “I care for someone with chronic pain” with simple navigation bars taking the user to a more specific subpage to meet their needs.  As well as a navigation bar entitled: “How Can Pain Partner Help You” which would allow a user to find out more about what they might expect when exploring the site.  A navigation bar entitled, “Meet Our Newest Pain Partner Members” will allow users to see that this is an active site with a number of users. To address the potential needs of those users with low literacy, limited visual acuity or limited computer skills, a video demonstrating the use of the site, with a simple click on icon will be prominently place on the home page. Also on the home page will be a search box, for those users who want to search the site directly, a log-in/registration block and contact information.  Users will be able to navigate the site and use all static features, as well as read the discussion forum without log-in/registration.  Users will need to register with a valid e-mail address and agree to a standard medical disclaimer before being able to post to the discussion forum or use the interactive Web 2.0 features that the site will provide. 
Since the target users identified during the needs assessment represent users who have differing needs and desires in utilizing interactive features on the site, static and user-generated content will be developed.  The static content will focus on diagnosis and management of chronic pain with PDF versions of a pain glossary, medication log, medical appointment checklist, pain journal, and online resources (links to other sites that have been reviewed by Pain Partner medical experts) This will enable users to print out pages from the site if they want to have hard copies to bring to their medical providers.  An option will be included for the medication log and the pain journal for interactive charting and recording keeping.  This will necessitate registration and log-in on the site.  

As previously stated, a major feature that will differentiate the Pain Partner site from other pain related websites will be the degree of interactivity the site will include.  On each of the three subpages (I Have Chronic Pain, My Child Has Chronic Pain, I Care For Someone With Chronic Pain) information with be grouped into areas entitled: Educate, Engage, Empower.  These areas correlate with the tag line on the home page: Educate, Engage, Empower and will be included in the mission statement of  PainPartner.org.  Grouping the information will simplify navigation for users, and will encourage repeat visitors because information will change frequently, especially in the Engage category.
Educate: This category will include static, expert generated items that will be added and managed by site administration.  This content will include:  Conditions/Diseases, Pain Term Glossary, a Resource List of online sources for information about pain management.  This content will be in PDF format for printable pages.  Content will be acquired from healthcare organizations (i.e. Mayo Clinic) or written by pain management experts and attributed to these sources. This portion of the site will remain fairly constant with periodic updates and additions as warranted.
Engage:  This category will feature the majority of Web 2.0 technology on the Pain Partner site and will be the most interactive of the three categories.  The purpose of this category will be to engage users in an online community of their creation and allow for social networking to occur around the common topic of chronic pain. This will be a required log-in area, where users may set up personal pages (blogs), participate in discussion forums, post content (approved by site administrator) including video links to YouTube, a photo gallery using online photo source such as Flickr, Facebook groups and Twitter groups.  This area of the site will be moderated by volunteer moderators as well as site administration.  There will be a set of guidelines developed for use of this area of the site and users must adhere to these guidelines.  This area of the site will support exclusively user generated content with the exception of an Ask the Expert area where volunteer medical professionals (advisory board members) will answer questions on topics of interest to the group.  Users will be able to see how many other members are currently on the site and the number of Pain Partner members will be displayed in a box in the lower right corner of the discussion forum page.  This will provide validation of the activity of the community to users.
Empower:  This category will be focused on patient/caregiver advocacy and communication with health care providers.  The content will include: Pain Journal (PDF and online options), Medication Log (PDF and online options), Appointment checklist (PDF and online option).  These items serve to make communication between chronic pain patients and health care professionals more effective and create a partnership between patient and professional.   Pain Journal, Medication Log and Appointment Checklist form content will be developed and maintained by site administration and medical experts.  Users will be able to log in to change or add to site generated forms to make them more relevant to their chronic pain condition.  Content in this portion of the site will be written by pain management experts and attributed to these experts.  Content will be updated by the site administration.  User generated content will be specific to the user and not visible to others on the site.  User will access their content pages (i.e. pain journal or medication log) by logging into the Pain Partner website with a user name and password.

Registration: While it is the hope that users will want to register for use of the interactive capabilities of the site, it is recognized that some users may want to use the site without registering for membership either because of privacy concerns or other reasons.  By designing the site as outlined above, the user may explore the static content of the site without registering or logging in.  The registration procedure will be simple to encourage as much participation in the interactive portion of the site as possible.  A user will be asked to provide a valid e-mail address, choose a user name and password, and enter a spam protecting word for verification.  They will also be required to agree to a set of guidelines for use of the site, as well as click to agree to a medical disclaimer statement.  The user will be able to post to the site as soon as their registration is validated.  No personal identifying information will be collected during the registration process to provide for confidentiality of medical conditions.

Design and Development:
Design of the PainPartner.org website will be informed by the broad range of users, as well as the common reason they are using the site.  Since the users of the site will most likely be under stress searching for health information about a new diagnosis, strategies for living with a chronic condition, or searching for a family member with a chronic illness, the site will need to be calming, inviting, and simple to navigate.  The home page, especially, will have limited choices to prevent users from feeling overwhelmed upon landing on the site.  Color palate for the site will include neutral earth tones to create a natural and organic feel to the site and achieve a current look.  Use of photos, video and graphics instead of abundant heavy text will add to the visual appeal of the site to users of various levels of literacy.  In designing the site, it will also be necessary to consider search engine optimization by including keywords and encouraging outside sources to link to the site. 

Evaluation:

The site will be tested formatively with individuals from each target group during site development.  Especially important will be navigation ease of the user generated content, as well as intuitiveness of search.  After formative evaluations are conducted, a heuristic evaluation will be done focusing on design features of static content and site navigation.  Since the majority of users will be coming to site via an internet search engine, search engine optimization will be essential to consider and evaluate as the site goes live.  Use of keywords as well as external hyperlinks to complementary sites will be important to achieve this.  Analysis of site usage will be conducted after site launch.  This will include number of visitors (initial and repeat), length of time spent on site, number of pages visited, number of registered members.  Continuous increase in site usage and membership will indicate a successful site.
Marketing:

Pain Partner will not accept paid advertising to its site, as that could potentially detract from the site mission and bias the content.  Support for the cost of site development and maintenance will be gained through grant funding and sponsorship.  Sponsorship will be clearly stated on the website.  This will require active marketing research to determine funding organizations and potential sponsorship of the site.  Potential funders may include:  Blue Cross Blue Shield Foundation, professional organizations (i.e. American Academy of Pain Physicians, American Medical Association, American Nurses Association), healthcare institutions (i.e. Partners Healthcare), MayDay Fund, pharmaceutical educational foundations.  It will be important to insure that medical experts disclose any industry conflict of interest and unbiased sources be used to develop site content.  
Site launch date will be scheduled to coincide with Pain Awareness Month, which is held annually in September.  Public relation events hosted by various organizations on the topic of pain management would provide an excellent opportunity to promote the site launch.  User generated buzz will also be important to create the desired social networking effect.  Pre-marketing to select target users, for instance rehabilitation and orthopedic physician offices, pediatric offices and clinics, pain management clinics, disease support groups and caregiver groups could provide an interested group of users to generate interest among peers.  A user advisory group would be formed from the initial users and continuous evaluation and suggestions for site improvements would be generated, as well as creating viral marketing from this advisory group.
Because of lack of advertising to the site, it will be essential for a well thought ought public relations campaign be in place prior to launch and after the site goes live. This may include media interviews, articles in trade journals or speaking engagements.

Staffing and Budget:

Operational costs:
· Securing domain name

· Hosting of site

· Office space and equipment

· Site maintenance cost

· Promotional costs

· Legal and accounting costs (establishing Pain Partner as a 501(c) 3 nonprofit entity to be eligible for grant funding and donations)

Staff needed:
· Executive director

· Web designer

· Content experts/Healthcare writer

· Information technology specialist

· Marketing and PR person to create publicity about the launch of the site and to generate pre-marketing buzz.

· Grant writer to obtain initial and subsequent funding

· Site administrator

· Volunteer moderators

· Advisory board (professionals) – non paid directors would agree to provide ask the expert content routinely
· User advisory board – non paid, initial users, provide continuous evaluation and generate new site ideas.
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