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General Information of Article
	The article I have decided to look at is called “Rare Disease Advisory Council Annual Report.” The council that submitted the report was the Rare Disease Advisory Council, which was established by the General Assembly in 2023. The date of which the report was submitted and published is June 14, 2024. The state law that required the report to be written was HEA 1201 and was established by the Indiana General Assembly. 
Summary of Report
	The report that I decided to focus on does contain a bit of information, but it is mainly discussing a more general report of their council. What I mean by this is that it discusses itself as a council with a couple remarks on things such as recommendations that they have considered, a list of members in the council, activities that the rare disease advisory council has done, and progress that RDAC has made towards its ideology. First, I would like to discuss the general information that they provide in their report. As I stated previously, RDAC was required due to the state law HEA 1201. This was established by the Indiana General Assembly and they had their first ever meeting on September 26, 2023. The purpose of the council is to seek solutions in hopes that they can develop treatment plans/options for rare diseases. The council’s duties are also listed and made very clear within the report. The duties that they listed as something they are responsible for is conducting public meetings in order to survey the needs of people, caregivers, and providers in Indiana that may have rare diseases, giving testimonies, comments, and recommendations for things that relate to legislation, developing policy recommendations that could hopefully improve the life of a person with a rare disease, researching their recommendations further and sharing them with state agencies as well as insurers, make recommendations that could improve Medicaid coverage for people with rare diseases, publish a list of resources that people can use to learn more about or gain information about rare diseases, evaluating and determining the funding of pediatric cancer research in Indiana, and studying other issues that deal with patients and rare diseases (RDAC, 2024). 
	The second thing that I would like to talk about is the memberships. On the 5th page of the report, all the people that hold important roles in the council are listed along with their occupation, sources of credibility, and how long their term is to last for. The third thing that I would like to talk about is the activities and progress that the council has made. The first thing that they include in this section is that the meetings that were previously monthly, have become bi-monthly. Another thing that they included in this section is that they made presentations and presented them to the DOI, IDOH, FSSA, CSHCS, and the Indiana PGG advisory committee (RDAC, 2024). The third thing that I wanted to write about is their development of surveys for patients, clients, parents, and providers. The usage of these surveys aim to deepen the understanding that they have of rare diseases. Pediatric cancer is another topic that was discussed in the report. A subcommittee was formed in order to complete IC 16-46-17-3(7). The last thing that I wanted to include was the fact that they were able to make a RDAC webpage. They do include other things, but I felt that I should include only the most important things in order to not make the summary extremely long. 
	The third thing that is mentioned in the report is the recommendations that they believe could help people living with rare diseases. The first suggestion that they have is that a pediatric cancer research/treatment program should be funded. The reason that they offer, and what I believe to be the main driving force behind this recommendation, is because only 11 drugs have been developed for children with certain conditions since 1978 whereas adults are approved about 12 drugs a year by the FDA (RDAC, 2024). Due to this, they believe a separate program is needed to find better alternatives for pediatric cancer care. The second and third suggestion that they make is to form a group of pediatric specialists that they can meet with and share their recommendations with (RDAC, 2024). They would also like to have a pediatric specialist on the insurance team so they are more knowledgeable (RDAC, 2024). The fourth recommendation that they have is to have a learning specialist at all four health systems in hopes that they can provide educational support. The RDAC is proposing this as they believe it would serve as a great middleman for the provider, patient, family, insurance providers, and other people that may be part of the healthcare team (RDAC, 2024). The fifth recommendation that they have is to ensure that insurance covers fertility preservation services. The reason that they give for this recommendation is because the treatments that physicians use to treat cancer often cause the patient to become infertile (RDAC, 2024). The last recommendation that they have is to ensure that RDAC remains a useful and funded council. 
New Information Learned
	I learned quite a bit from reading this article as I wasn’t even aware that most of the stuff discussed was actually recommended by councils. For example, I was not aware that the RDAC was even a thing, or that it was only recently formed. Another thing that I learned from this article is that new drugs for pediatric patients with rare diseases is pretty much nonexistent. The report states that the newest drug for pediatric usage was developed in 1978 (RDAC, 2024). The last thing that I learned and wanted to discuss was how in-depth certain reports can get. For example, the report that I used highlights a lot of stuff that they feel needs to be noted, such as the development of a RDAC webpage. Although I do think it is important, it feels like something that is somewhat minor when looking at a whole report that was made. 
Any Different Perspectives
	Although my article didn’t necessarily have a specific policy issue, it did provide me with a different perspective on the healthcare system. What I mean by this is how much time and effort is needed to make changes to the healthcare system. For example, due to their not being a separate pediatric cancer research and treatment program, little advancements have been made for drugs that can be used. Although it did showcase what I believe to be a negative side of how the healthcare system is dependent on a slow system, I feel that this report does show a positive side as well. The positive thing that I believe is shown is how much thought is put into each thing that is discussed. This can be seen in the recommendations section of the report as there is actual evidence for what they are recommending. Due to this, it makes me hopeful as they are devoting actual time to get the answers that they believe could help. 
How to make the report more informative
	I do not have a lot of recommendations for this report except for one “complaint”. I feel that the report focused a bit too much on what the council is and their progress. Rather, I believe that devoting more time to the recommendations and finding more evidence as to why these recommendations would be a net positive would be much more beneficial as a whole. The reason for this is because it would allow for their recommendations to be heard much more if they decided to focus more so on that. 
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