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Introduction

What is Cystic Fibrosis Trust
Cystic fibrosis (CF) is a genetic illness that affects more than 10,800 people in the UK. You are born with cystic fibrosis and can't get it later in life. However, one in every 25 of us carries the faulty gene that causes it, and we usually don't even know it. The gene that causes cystic fibrosis controls how salt and water move in and out of cells. People with cystic fibrosis have thick, sticky mucus build up in their lungs, digestive system, and other organs. This causes a wide range of painful symptoms that affect the whole body.
[bookmark: _Toc138083322][bookmark: _Toc138527642]Plan and design of Cystic Fibrosis Trust
The Cystic Fibrosis Trust is a charity that unites individuals to combat cystic fibrosis. As they race to find effective treatments for all, the community seeks to improve care, raise awareness, provide mutual support, and finance vital research. They will persist until we can all live the lives we desire. Until cystic fibrosis fails to cause harm and diminish lives.
[bookmark: _Toc138083323][bookmark: _Toc138527643]Mission of Cystic Fibrosis Trust
The mission of Cystic Fibrosis Trust is to make it so that being born with CF doesn't mean having to take care of yourself for the rest of your life and dying young. Instead, everyone with CF will be able to look forward to a long, healthy life. They work together so that everyone with cystic fibrosis can live a full life. Collectively, they are influential.   They show respect to their supporters, patients, stakeholders, and each other. DFT empower one another to perform their duties to the best of their ability. The organisation add value by going above and beyond. They seek to innovate in order to have the greatest impact on persons with cystic fibrosis.
[bookmark: _Toc138083324][bookmark: _Toc138527644]Aims of Cystic Fibrosis Trust
Cystic Fibrosis Trust believes that together we can live without physical damage caused by CF, we can govern mental pressures and we can live life we wish as a connected community.
The community is coming together to achieve the ultimate objective of effective treatment for all. Cystic Fibrosisi Trust are at the leading edge of advancement and creativity. Through innovative research and incredible discoveries that improve lives, barriers will be shattered. The community is inspired. Will campaign aggressively. Use information and evidence to empower them. And support one another, thereby enhancing care and increasing mental and physical health.
[bookmark: _Toc138083325][bookmark: _Toc138527645]Funding of Cystic Fibrosis Trust
Cystic Fibrosis Trust entirely is funded by donation, gifts of people will, events, fundraising or membership in Sixty five Roses Club. Without this support, they would be unable to continue providing assistance and funding research for those with cystic fibrosis.
The Sixty Five Roses Club is established for people who can give at least £1,000 a year to the Cystic Fibrosis Trust to help it pay for important projects that help people with CF and their families when they need it most.
There are a lot of different events throughout the year, so everyone can find something they like. Run, walk or get an adrenaline rush, everyone may challenge oneself and raise vital money for Cystic Fibrosis Trust in the process.
[bookmark: _Toc138083326]The Strategic Partnerships team has a lot of experience working with business partners to build relationships. The Cystic Fibrosis Trust has teamed up with “Haven” to give people with CF, volunteers, and staff an extra 10% off Haven's best  holidays prices. “Haven” has 40 tourist parks around the UK, all of which are near the coast and have beautiful views. Haven has everything you could ever need, whether you want a traditional self-catering caravan break, a fancy camping trip, or just to bring your own tent.
[bookmark: _Toc138527646]Partners , events
The Trust has been picked as LendInvest's charity of the year for 2019. LendInvest is the best online place to invest in property and get loans for it. As a leading FinTech company in their field, LendInvest wanted to raise money for the Cambridge Innovation Hub, which is a technology-driven research centre trying to find new treatments for people with cystic fibrosis that will change their lives.
Redsquid is one of the biggest companies in the UK that offers voice, internet, cloud, and technology services to businesses. Redsquid has picked the Cystic Fibrosis Trust as their official charity partner for 2019. They have already won an award for their work in corporate responsibility.
Everyone at Madison Brook International cares a lot about the Cystic Fibrosis Trust. The workers are delighted to know someone who has this debilitating disease, which is why they felt compelled to do something. They have been amazed by the Trust's commitment and energy. MBI holds business events and fundraisers with friends, family, and clients, and the company and its employees also give money directly. 
The Bird & Bird has a number of fundraising events planned throughout the relationship. So far, they have had a quiz night with a cystic fibrosis Trust, an internal cycling challenge, "lunch and learn" sessions about cystic fibrosis, and an epic team effort in the "Race to the Stones" challenge.
The Cystic Fibrosis Trust will be Proxima Group's charity partner for the next two years. Proxima Group is the largest sourcing consulting firm in the UK. Proxima has helped raise money and awareness for the Trust, and they have also held seminars in-house and given the Trust very helpful tips on how to save money.
David Wilson Homes South Midlands chose the Cystic Fibrosis Trust as their charity of the year because they want to offer the best planning, construction, and customer service in the business. The charity committee at David Wilson Homes South Midlands can't wait to get their staff fundraising events going. They have big fundraising goals and a great match funding programme.
Building Brighter Futures is an online programme with events, classes, and activities where young people with CF and their family members can meet new people, have fun, and learn new skills.  We have something for everyone, from game nights to free online classes to movie nights.
[bookmark: _Toc138083327][bookmark: _Toc138527647]Achievements
The Trust is supporting and making it possible for a wide range of world-class research to be done, from biomedical study in the lab to large-scale clinical trials, so that everyone with CF in the UK can live a long and full life.
Over the last 50 years, people with cystic fibrosis have seen huge changes in their quality of life and their chances of living. The Trust has helped fund and support a wide range of research studies that have led to these changes. These include studies to find out what causes cystic fibrosis and how to treat its symptoms, with a focus on lung infections.
Every study that the Trust has paid for adds to what we know about CF, how it affects people, and what might be the best way to treat it. Dividing study into three topics, and for each one, is explained in detail how it has helped to learn more about cystic fibrosis.
With the money for research, there are now new ways to check on people's lung health and high-risk systems for making new drugs. In 2017, CFT found out the results of a project at Nottingham University to find out what research topics were most important to the CF community. This information is now used as one of the main guidelines for choosing which research projects to fund.
As a national network for CF clinical trials, CFT works with sponsors to help them develop, plan, and carry out their CF research. 
Care and treatment for cystic fibrosis have come a long way in recent years, and many new treatments are on the way. This is an exciting time for the CF community. The Trust's Trials Accelerator is a UK-wide programme that brings together CF centres to improve the number of CF trials happening in the UK and the chances for people with CF to take part in clinical trials. CFT also works with pharmaceutical companies and experts to show that the UK is a good place to invest in CF clinical trials. This means that the UK CF community will be able to take part in even more trials than ever before.
Since the first CFTR modulator was approved in 2015, CFT has been working with the CF community to make sure that people who need them can get all life-saving drugs. Since then, the effort has gotten bigger, and the Cystic Fibrosis Trust has had to deal with a lot of problems, even though there is strong evidence that these drugs work.
After the CF community and the Trust worked for a long time, Orkambi, Symkevi, and Kaftrio were finally made available on the NHS at the end of 2019 and August 2020, respectively. As part of the deal for the NHS to let people use modulator treatments, it was agreed that data would be collected on how well they worked. Cystic Fibrosis Trust gave the National Institute for Health and Care Excellence (NICE) information about how access to these drugs affects people with CF and their families, such as their own stories. 
A new study shows that 9 out of 10 people with CF worry about the cost of living, and one in three borrows money to pay for basic needs. 7 percent of people have used food banks, which is more than twice the number for the whole community. In the past year, more people have asked CFT for help to close cash gaps that were caused by things outside of their control.  As financial stress on families has gotten worse, more complicated problems have come up, like family divorces, family abuse, and worries about the safety of children. Some people have had trouble finding a place to live, and we've heard terrible stories about people with CF who had to deal with damp, mould, and pests. 
There are ways to deal with the big problems that people with long-term conditions like CF face, such as making changes to the benefits system or putting in place a social security tax. Even though there have been campaigns for years, it is shocking that many people with CF still have to pay for medication charges for treatments that keep them alive. Governments all over the UK need to move quickly to make sure that people with CF don't have their health put at risk even more.
[bookmark: _Toc138083328][bookmark: _Toc138527648]Results and feedback 
The annual report for 2021 talks about a year of ongoing challenges and changes, like the effects of COVID-19, as well as real gains for people with cystic fibrosis, like more people being able to get Kaftrio.
This new information shows that during the second year of the pandemic, people with CF continued to use health services in ways that were different from the years before. 93% of people still have each year reviews, which is the same number as in 2020, but it's still less than what it was before 2019. It is also interesting to note that 30% of yearly reviews were done online. This shows that some of the new ways of giving care that were used during the first wave of COVID-19 are still being used.
The size and range of the data collected by the UK CF Registry kept growing as more data was taken more often to help report on how well new medicines worked. Teams from the CF put in more than 32,000 encounters, including more than 10,000 annual review files. Cystic fibrosis Trust thank everyone who worked to make this happen. It's a big deal, and the community couldn't have done it without the hard work of CF organisations all over the country.
As the world of cystic fibrosis continues to change, the fact that 99% of people with CF and their families agree to have their information put on the UK CF Registry helps us understand the growing diversity of our community and make sure that research is targeted so that no one is left behind.
The team keeps thinking about ways to use the Registry to help people with cystic fibrosis. Over the past year, the Trust kept working on the technical side of the Registry platform to support CF STORM, a clinical trial built on the Registry.
Continuing to help the National Institute for Health and Care Excellence (NICE) evaluate CFTR modulator treatments by collecting and analysing more data.
Conclusion
In a time of big changes, this study gives a lot of useful information that can change how community do work going forward. There are some good things to look at, like the fact that more people with CF are having families and that the general health picture is much better. People born today are expected to live to be 53 years old on average. But this is still way too early, and it shows that there is more work to do. CFT won't stop until everyone with CF can truly live a life without limits: mentally healthy, physically healthy, and personally satisfied.  
"Cystic Fibrosis Trust is the charity uniting people to stop cystic fibrosis. 
Our community will improve care, speak out, support each other and 
fund vital research as we race toward effective treatments for all. 
We won’t stop until everyone can live without the limits of cystic fibrosis."
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