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                                 Introduction 
         This research report is about the complex care of adults with cystic fibrosis (CF). It looks at the challenges patients face with nutrition, diabetes, and other health problems, and how new gene therapy like Kaftrio has improved the way they are supported. CF is a serious genetic condition that affects the lungs, digestive system and other organs. It is caused by a faulty gene (CFTR- cystic fibrosis transmembrane conductance regulator), which leads to thick, sticky mucus in the body. This can cause long-term lung infections, breathing problems, poor digestion, and low weight (Cystic Fibrosis Trust, 2023). 
In the last few years, new medications have been developed to treat the cause of CF. One of the most important is Kaftrio. This medicine helps improve lung functions and breathing, reduces time in hospital, and helps people gain weight and feel better (Stanojevic et al., 2022; Bell, Elborn and Ratjen, 2021). Before starting treatment with Kaftrio, people with cystic fibrosis often experienced many serious health problems affecting their lungs, digestive system, other organs, and overall body function. However, after beginning Kaftrio, many of these complications became easier to manage or improved significantly, leading to better health and quality of life. (See-Appendix 1)
This report will be talking about one patient with advanced CF who had many complications before starting Kaftrio. It will describe how their care changed after starting treatment and how staff worked together to meet their needs. It will also explain how dietetic staff help people with CF eat well and manage feeding tubes, and how new treatments like Kaftrio can help patients live longer, healthier lives. Additionally, this report will explore the care provided to adults with cystic fibrosis and will describe how dietetic support staff, such as the Dietetic Assistant Practitioner (DAP), contribute to safe and effective care through delegated tasks. Working under the supervision of registered dietitians, the DAP plays an important role in supporting patients with complex nutritional needs, especially during treatment changes such as starting new gene therapy Kaftrio. 


                                           Case study

          The All Wales Adult Cystic Fibrosis Centre is based at Llandough Hospital in Cardiff and is the only specialist centre for adults with cystic fibrosis (CF) in Wales. It provides multidisciplinary care including respiratory medicine, physiotherapy, nursing, psychology, pharmacy, and dietetics. Within the dietetic service, the Dietetic Assistant Practitioner (DAP) works under the supervision of registered dietitians. DAP responsibilities include taking anthropometric measurements, monitoring PEG compliance and feed stock, assisting with body composition assessments using a Bodystat machine, recording dietary intake, and contributing to staff training through brief WAASP (Welsh Anthropometric and Assessment Scoring Protocol) education sessions to support accurate nutritional screening.
A typical referral for the DAP involved patient M.B, a 28-year-old adult with complex CF and multiple complications. M.B had a history of pancreatic insufficiency, persistent malnutrition, and CF-related diabetes (CFRD). The patient had experienced significant weight loss despite high-calorie oral intake and was referred for PEG feeding. M.B’s respiratory function was also severely compromised, with a (FEV₁-forced expiratory volume in one second) below 30% of predicted. FEV₁ is a measure of how much air a person can exhale in one second and is commonly used to assess lung function in people with CF. At this stage, M.B had been referred for lung transplant assessment. From a biopsychosocial perspective, M.B’s needs were extensive and complex. Biologically, M.B faced multiple clinical challenges including malabsorption due to pancreatic insufficiency, unstable glycaemic control, and frequent pulmonary infections. Psychologically, M.B expressed feelings of anxiety, fear of deterioration, and uncertainty about the lung transplant process. Socially, M.B had become isolated after withdrawing from employment and regular social interaction due to ongoing illness and the infection control restrictions commonly required in CF care (Cystic Fibrosis Trust, 2023). These factors show how adults with advanced cystic fibrosis often have many different needs that are closely linked, making their care more complicated and requiring support in several areas at the same time. In 2022, M.B was started on Kaftrio (elexacaftor/tezacaftor/ivacaftor), a CFTR modulator therapy. Studies show Kaftrio significantly improves respiratory function and weight gain in eligible patients (Purkayastha, Agtarap and Wong, 2023, p.12). After several months on Kaftrio, MB’s appetite and overall condition improved. The PEG, which had initially been required for nutritional support, was no longer necessary, and M.B had gained almost two stone. According to Gandy (2019, p. 513), CFRD dietary management should remain high-energy and high-protein, and coordinated closely with insulin regime. The dietetic assistant practitioner supported M. B’s recovery by monitoring anthropometry and PEG tolerance, assisting with insulin-related dietary advice, and providing consistent communication between M.B and the dietetic team and wider CF team.
The dietetic assistant practitioner also played a key role in providing continuity of care and emotional support through regular contact. By recognising changes in behaviour and mood, the DAP ensured that M.B’s psychological needs were acknowledged and referred to the appropriate team members. (e.g psychologist).  As Bell, Elborn and Ratjen (2021, p. 850) argue, individuals with CF continue to require sustained multidisciplinary input, even after significant improvements with therapies like Kaftrio.

























                             Overview of the Condition

         Cystic Fibrosis (CF) is a rare, lifelong condition affecting 11,318 people in the UK as of 2023 (UK Cystic Fibrosis Registry, 2023). While CF used to be mainly a childhood condition, survival has improved significantly. Now, 63.7% of people with CF are aged 16 or older. The increasing adult population highlights the need for long-term care and greater investment in adult CF services (see Appendix 2).
CF affects the lungs, pancreas, and digestive system, often causing infections and complications like CF-related diabetes (Davies, Alton and Bush, 2021). It also impacts multiple body systems and can lead to serious problems such as respiratory failure, poor growth, delayed puberty, and malnutrition (Kumar and Clark, 2002, pp. 871–872).  People with CF often need daily treatment, frequent hospital visits, and support with nutritional requirements. These demands affect mental health and can reduce quality of life for both patients and their families (Abbott, Morton and Musson, 2020, p. 45).
Some individuals face delays in diagnosis or challenges accessing specialist care, especially in rural areas. Not all patients are eligible for new CFTR modulator therapies like Kaftrio, and this can create inequalities in outcomes. Access to Kaftrio is limited not only by its high cost to the NHS but also by strict eligibility criteria based on specific genetic mutations, meaning only individuals with certain CFTR gene variants, such as at least one F508del mutation, can currently receive the treatment. Delayed access to care can lead to more hospital admissions and worsening health (Bell, Elborn and Ratjen, 2021, p. 850). 








              Previous Approaches to the Condition


           In the UK, CF is diagnosed early through newborn screening, followed by a sweat test to confirm the condition (NHS, 2025). Before the introduction of new gene-based treatments, care focused on managing symptoms. People with CF followed daily routines that included chest physiotherapy, inhaled medicines, antibiotics, high-calorie diets, and pancreatic enzyme replacement therapy (PERT). Many patients suffered from malnutrition and maldigestion.
At that time, the long-term outlook for people with CF was poor. Many patients faced repeated chest infections, weight loss, and CF-related diabetes (CFRD). Lung function would gradually decline, and survival into the late 30s or 40s was considered a success. Lung transplantation was often discussed when patients had advanced lung disease (Stephenson et al., 2021). Treatments helped people live longer, but they didn’t stop the condition from getting worse.
During this period, dietetic assistant practitioner supported patients under the supervision of registered dietitians. They carried out tasks such as checking weight and height, monitoring food intake, and helping with PEG feed reviews. DAPs also gave advice on energy-rich diets and explained how to use enzymes correctly. For patients with diabetes, they helped with understanding food labels and sugar content (Moran et al., 2017).
However, assessments and advice were different from what we do now. For example, dietetic assistant practitioners did not routinely check whether patients were taking Kaftrio with enough dietary fat. We now know Kaftrio should be taken with about 10 grams of fat to work properly (Terlizzi et al., 2020). Dietetic assistant practitioner also did not ask regularly about whether patients were taking their medication as prescribed, which is now a key part of supporting health and treatment success.
Although earlier dietetic assistant practitioner interventions were mostly reactive, they still played an important role in keeping patients stable during hospital stays. Today’s care is more proactive and team-based, and the role of the DAP is better defined and more effective. 
                      Current Approaches to the Condition

           Current approaches to cystic fibrosis (CF) management have changed significantly in recent years. In comparison to older methods, today’s care focuses more on treating the root cause of CF through CFTR modulators, such as Kaftrio, and delivering personalised, person-centred support. Previously, treatment mostly managed symptoms, but now the approach aims to improve long-term quality of life (Middleton et al., 2019).
One of the biggest changes is how nutritional care is delivered. In the past, dietetic assistant practitioner mostly recorded weight and food intake or supported tube feeding. These tasks were essential but reactive. In contrast, current dietetic assistant practitioner practice is more involved and preventive. Dietetic assistant practitioner now support body composition monitoring, check how patients take Kaftrio (including checking that it’s taken with 10g of fat for best absorption), and ask about medication compliance. These steps are now essential in person-centred planning, helping to reduce hospital admissions and support treatment success (Gramegna et al., 2023).
Current practice also prioritises emotional wellbeing and shared decision-making. DAPs are encouraged to work more closely with the wider multidisciplinary team (MDT) and adapt support to what matters most to the patient. This matches a national move towards co-production and person-led care. While previous services were more structured and routine-led, today’s model offers greater flexibility and respect for patient goals (Bell et al., 2020). However, challenges remain, for example, not all patients respond well to new therapies, and some still require complex nutrition support and PEG care. DAPs must now balance new responsibilities like digital record keeping, usage of the new anthropometry devices ,dietary education, and patient motivation — all while working under supervision. Clinical decisions must also consider cultural, emotional, and social barriers, especially when patients feel overwhelmed or unwell (Yozamp et al., 2023).
Compared to older practices, modern DAP work is more clinically demanding and emotionally sensitive. However, it is also more impactful. Patients today expect more involvement and information, and DAPs play a growing role in helping them understand their care, make decisions, and live independently. The evidence shows that including DAPs in proactive, team-based models improves both experience and outcomes (Simon et al., 2021).
                      Co-Production 
                   Co-production in CF care is about shared working—where professionals, patients, and their families communicate and collaborate to shape and deliver care that meets individual needs. This way of working values the input of the patient and includes their voice in decision-making. At the All-Wales Adult Cystic Fibrosis Centre at Llandough Hospital, co-production is a crucial part of how care is delivered, especially in complex cases like Patient M. B.
The CF multidisciplinary team (MDT) at Llandough  Hospital includes the CF consultants, specialist nurses, dietitians, physiotherapists, psychologists, pharmacists, social workers, and diabetes specialists. Each role supports the Dietetic Assistant Practitioner (DAP) in delivering safe and effective nutrition care. For example, the psychologist may share emotional concerns that affect appetite or food intake, while nurses provide updates on PEG feeds or medication routines. The diabetes nurse may advise on insulin regime patterns, which helps the DAP give more accurate support with meals or snacks. This shared working allows the DAP to adapt their support to each patient’s needs and ensures nothing is missed. In return, the DAP shares regular updates with the dietitian and MDT—reporting on weight, feed tolerance, and changes in food preferences. This helps the wider team evaluate whether goals are being met and ensures the patient’s voice is heard. DAPs also help patients understand dietary plans or specific dietitian’s instructions improving trust and treatment success. Compared to older models, this approach is more collaborative and person-centred. It values small contributions from every team member. External partners, like the Cystic Fibrosis Trust, add practical and emotional support, including travel grants or counselling (Cystic Fibrosis Trust, 2023). However, there are still barriers, such as communication delays between services or patients feeling nervous about asking questions (Gee et al., 2022).
Evidence shows that shared decision-making improves both satisfaction and clinical outcomes in CF (Havermans et al., 2021). At Llandough Hospital , co-production is supported through regular MDT meetings, shared care plans, regular staff support meetings and open conversations. For patient M.B, this helped coordinate decisions around PEG withdrawal, insulin management, and long-term goal settings. 

                 Clinical Governance and Supervision Framework
                      Clinical governance is a system used in the NHS which applies to all staff, including Dietetic Assistant Practitioners and helps them work within clear standards and responsibilities. At the All-Wales Adult Cystic Fibrosis Centre in Llandough Hospital, clinical governance supports the safe and consistent delivery of care for patients with complex needs, such as patient M.B. The NHS Wales clinical governance model includes seven key pillars: patient and public involvement, clinical effectiveness, risk management, clinical audits, staff management, education and training, and the use of information (NHS Wales, 2021). Dietetic assistant practitioner may not lead on these pillars, but they contribute meaningfully. For example, they help with data collection for audits, ensure accurate NG feeding records, follow infection control procedures, and co-ordinate patient nutrition education. These activities support clinical effectiveness and patient safety (DFID, 2001).
Supervision frameworks work alongside governance to ensure that DAPs are supported in their day-to-day practice. According to the British Dietetic Association, structured supervision should include reflection, feedback, and support with decision-making (BDA, 2024). DAPs in CF care use this process to discuss, initial assessments aims and goals, feed tolerance, assess patient response to enzyme use, and adapt support in line with changes such as the introduction of Kaftrio. In the case of patient M.B, dietetic assistant practitioner supervision was essential in supporting safe PEG use and identifying early signs of feeding issues or poor glycaemic control. These observations were shared with the wider multidisciplinary team, showing how supervision contributes to coordinated, person-centred care. This aligns with HCPC standards, which state that support staff must recognise limits of practice and act accordingly (HCPC, 2023).
Today’s supervision is more consistent and valued compared to older, informal approaches. DAPs are encouraged to take part in regular reflective practice, clinical supervisions helping them stay confident, competent, and safe in their role. The BDA Curriculum Framework also highlights that supervision helps maintain high-quality practice, especially in complex areas like CF (BDA, 2020). In summary, clinical governance and supervision provide the foundation for safe, effective dietetic assistant practitioner practice. One ensures care meets national standards, the other builds day-to-day confidence and accountability.
                             Conclusion and Recommendations
                  This report has looked at the changing nature of care for adults with cystic fibrosis (CF), using the example of patient M.B to show how treatment and support have improved over time. In the past, CF care focused on serious health problems such as poor weight, frequent infections, and reduced lung function. Patient M.B needed PEG feeding and was being assessed for a lung transplant. At that time, the dietetic assistant practitioner played a more limited role, mostly supporting with feed checks, basic nutrition advice, and diabetes monitoring under close supervision. The introduction of new treatments, including Kaftrio, has changed the experience of many people with CF. These medicines have helped improve lung health, increase appetite, and reduce the need for hospital care (Middleton et al., 2019). In M.B’s case, this led to weight gain and the removal of PEG feeding, showing how care has become more stable and focused on long-term health goals (Stanojevic et al., 2022). Because of this, dietetic assistant practitioner now have a more active role in supporting care plans, asking about treatment use, helping with digital monitoring tools, and sharing updates with the multidisciplinary team. As part of their evolving role, dietetic assistant practitioners are increasingly involved in supporting weight management, particularly for patients on new CFTR modulators like Kaftrio, where unexpected weight gain may require tailored dietary adjustments and regular monitoring. 
This report also showed that co-production, which means involving patients in decisions about their care, leads to better outcomes. When patients feel listened to and involved, they are more likely to follow treatment and feel supported (Havermans et al., 2021). DAPs contribute to this by listening to patients, passing on concerns, and helping make care plans easy to understand. To support this new way of working, TAPs should continue to receive regular supervision and training. This will help them provide safe care and stay confident when supporting with tasks like PEG feeding or CFRD education. It is also important that TAPs are trained to use new technology such as body composition tools (BDA, 2024). Following national guidance, such as that from NICE(2023), will also help dietetic assistant practitioners stay informed and maintain best practice.
In summary, CF care is improving, and the dietetic assistant practitioner role is becoming more important. With strong support, teamwork, and learning, dietetic assistant practitioners can continue to give safe and person-centred care to people living with cystic fibrosis.
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