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	Fourteen-year-old Alexander was recently diagnosed with osteosarcoma and has since been terrified of what it would mean for himself and his family. His mom, Jenna, having lost relatives to other types of cancer, fears that she will have to watch her son die. Jenna knows that professional intervention is needed to assist Alexander in combating the disease and finding ways to ensure that he can live a quality life. 
This hypothetical case will be the lens through which we look at the concept of person-centred care (PCC). We will explore the theoretical framework, its moral and ethical underpinning, and the advantages and disadvantages that it presents for service users and providers alike. Furthermore, in examining such a notion and its application within the context of present day health and social care, the case of Alexander and the Childhood Cancer Parents Alliance (CCPA) will be. It is through such means, then, that possible recommendations for the improvement of PCC will be given.  
[bookmark: _Toc81842581]Person-centred Care (PCC)
It is important to note that there is no single definition for the concept. Entwistle & Watt (2013) define PCC as “care that recognizes and cultivates the capabilities associated with the concept of persons”. This definition uses key components of other definitions of the notion, and incorporates the need for patient input.

[bookmark: _Toc81842582]Discussion/ Analysis
Though the prior definition describes the concept, the noticeable lack of details to cover how PCC is implemented makes such a definition inadequate on its own. The Health Foundation (2016), in avoiding the limitations of a concise definition, by provides a theoretical framework of the concept as it is currently practiced. It is based four (4) core principles:

[image: ]
 Figure 1. Four principles of PCC. Source: The Health Foundation (2016)

1. Compassion, respect and dignity
This acknowledges that cancer patients have their own values, feelings, beliefs and opinions which are not now nullified by their current need for health or social care. A patient’s condition may lead to a reduction in his/ her sense of independence and consequently reduce their sense of dignity. PCC allows care providers to restore and/or uphold patients’ dignity by recognizing and acting in accordance with their wishes, whilst treating them with compassion and empathy (Bauchat, et al., 2016). 
2. Coordination
Care workers have to coordinate with other services and organizations in order to provide consistent PCC. This eliminates the need to reconstruct an understanding of the service user’s care-based preferences whenever s/he moves between service providers. A shared understanding of how care is administered to a particular service user should exist among care providers, while maintaining patient confidentiality (Hughes, 2016).
3. Personalized care
This is the primary principle of PCC, and requires the recognition that a standardized approach to providing care can inhibit the service user’s recovery or their ability to manage their condition. It may even reduce their quality of life.
4. Enabling independence 
Service users should be involved in the decision-making process. This helps them to hone the skills necessary to independently care for themselves to the extent most appropriate for their situation.  (National Institute for Health and Care Excellence [NICE], 2021). Forcing service users to take on a greater role in managing care than they are able to handle could give the impression that service providers are not interested in helping. Conversely, if service providers are too involved, it could give the impression that users have no control over what is being done. 
These principles help to create a systematic means by which PCC can be implemented in the lives of service users such as cancer patients. It empowers patients as they are left with a greater sense of control and independence over their current medical circumstance – a fundamental principle behind PCC (Burton, 2018). The model balances health and social care standards with the needs of the patient as they learn to adapt to the new circumstances under which they may have to live the rest of their lives (Ahmad, et al., 2014). 
PCC represents a divergence from the traditional mode of care in which the service provider decides what is best for the service user/ patient. Instead, users are viewed as experts of their own experience, and are viewed as equally important to planning their health and social care, and ensuring that their needs are met. This method tends to make the overall quality and experience of care superior to the traditional approach ( Social Care Institute for Excellence, 2021).
[bookmark: _Toc81842583]Moral and Ethical Considerations
The moral and ethical foundations on which the concept is based must also be considered. According to Tomaselli, et al. (2020), PCC is a uniquely ethical stance in healthcare. It gives patients a more active role, allowing  them to share their skillset and resources. Patients are viewed as competent individuals capable of providing valuable input in their own treatment and/or recovery rather than being viewed as subjects being treated.
Health and Social Care Act 2008 (Regulated Activities) Regulations 2014: Regulation 9 requires that service providers consider the ability of patients to consent to treatments. Moreover, those legally acting on a patient’s behalf should be allowed to play an active role in the planning and implementation of health and social care, as well as review any treatment being offered (Care Quality Commission, 2019). The service provider is required to communicate all the relevant information so that they can effectively obtain informed consent (Hughes, 2016).
It is often tempting for service providers to omit pieces of relevant information in order to persuade service users to take or accept a particular course of action. This tends to happen in cases where service providers are aware of the fact that it was the user’s own actions or inaction that led to their condition (Entwistle, et al., 2018). However, whether or not service users are to be blamed for their condition should never have an effect on the quality of care they receive, as these moral assessments run counter to the non-judgemental approach expected of health and social care providers when it comes to their professional conduct (Hansson & Fröding, 2020).
There is a strong moral and ethical case for the broad use of PCC in the UK, and perhaps worldwide. Most persons would agree with the individual principles of PCC. Consider a situation where care was being offered to service users in a manner that is poorly coordinated, or does not give them dignity or respect. Most persons would agree that this approach is unacceptable, highlighting the fact that PCC, and the principles therein, are essential to the provision of quality health and social care (The Health Foundation, 2016).
[bookmark: _Toc81842584]Benefits of PCC
Even though there are clear moral and ethical motivations for PCC, there are also practical benefits. PCC has been a vital part of the process by which care providers and patients cooperate to improve health outcomes and leave the patient satisfied with his/her treatment plans. 
The following are advantages of PCC:
1. Clinical outcomes tend to improve whenever service users are involved in the planning of care. They are more likely to adhere to the prescribed treatments (de Silva, 2011). For example, Eaton (2016, p. 129) presents a scenario where two persons with identical medical scenarios had positive outcomes even though they made differing decisions about their care. Both had breast cancer; one strongly wanted to have a mastectomy, and the other strongly against it. Even if a mastectomy was the best move for the second patient, the psychological and emotional implications of getting a procedure that she did not want have to be taken into consideration.
2. A more holistic care experience, as the care team is meeting the patients’ physical and emotional needs.
3. Increased patient engagement tends to be followed by improvements in service providers’ morale and job performance.
4. It creates greater job satisfaction, and a more positive work environment for service providers (Barbosa, et al., 2015).


[bookmark: _Toc81842585]Limitations of PCC
Though there are many benefits, there are also some drawbacks:
1. It is possible to exclude some user groups from the process. Users who are more assertive and outspoken might have greater say in their care, while those who are not as outspoken may not be able to do so (Meranius, et al., 2020). This is perhaps the reason only 78% of persons with cancer believed that their involvement in the decision making process surrounding their treatment was at the level they wanted it to be (Hutchinson, 2017, p. 7). 
2. It could create a scenario where the service provider is not seen as a person, as the primary focus is the service user and his/her rights and needs. This could result in high turnover rates.
3. Compassion fatigue could occur as service providers are overwhelmed by the volume of work and level of engagement required with each patient and his/her network of service providers.
[bookmark: _Toc81842586]The Childhood Cancer Parents Alliance
The CCPA functions to support, encourage and advise the families of children with a cancer diagnosis during the course of and even after their treatment. With a focus on the family, the organisation strives to assist in practical ways concerning benefits, medical assistance and logistics planning for the child (whether it be for medical care or for more family oriented excursions such as holidays). In doing so, the organization places the child’s needs at the forefront of the organisation’s work (CCPA, 2021).
	The CCPA has programs geared towards the sharing of experiences and the offering of a sort of communal support. Through excursions, and meeting sessions, families can gain a sense of normalcy and take part in everyday activities that may help them through challenging times. The CCPA provides these services free of charge to patients and their families, thus easing some of the financial burden placed on families. This is an acknowledgement of patients’ socioeconomic needs as it relates to care (CCPA, 2021).
	Notably, the CCPA hosted the International Confederation of Childhood Cancer Parent Organisations (ICCCPO) congress in 2012 when the International Society of Paediatric Oncology (SIOP) congress came to London. The SIOP congress seeks to share knowledge and expertise among world- renowned experts about recent scientific improvements and other developments that could potentially change the way in which cancer is treated (SIOP, 2021). This, coupled with the initiatives of the CCPA, then shows the organisation’s push to exercise more holistic methods of cancer treatment with the social element of human interaction intact. 

[bookmark: _Toc81842587]Case Study 
By working together with the patient and his family, and by having them play an active role in the way in which their treatment is brought into effect, Alexander gains a sense of control over his ailment. It is important to note that such benefits are not only seen in terms of his medical care, but also within his social setting. Thanks to the cost-free programs available to Alexander and his family, some of their financial pressures are eliminated. Furthermore, with events centred around giving Alexander and his family a sense of normalcy, he is afforded the opportunity of being a fourteen year old boy - something that a cancer diagnosis would  typically rob a child from experiencing.    
Despite being an organisation with a mission to research and eventually find more permanent means to treat cancer, the idea of the patient being human and therefore in need of more than mere medical treatment is not forgotten. Patients are given access to treatment plans that focus on the social aspect of their health as well.    
Being surrounded and supported by others facing the same issue. Outside of the ethical consideration given to the patients, it is seen that many opportunities to engage in discussion about possible treatment options are presented. By way of the programs of the CCPA, the ideas of shared decision making, support planning, ability to input one’s perspective, community support and self-management are readily available.  In other words, by way of their structure, the CCPA has modelled their services around the concept of PCC. 
As such, in the case of Alexander, he would be provided a human-focused treatment plan as he fights cancer, inclusive of post-treatment support. Furthermore, the ‘enabler’ role as stated by the Skills for Health framework t (2017) is also fulfilled as Alexander, should he successfully undergo his treatment, would be able to further support other young ones who may face similar challenges to come.  
[bookmark: _Toc81842588]Recommendations 
The best way to effectively implement PCC into any organization is to formalize it through the use of policy documents. These would tend to push the organization towards achieving better outcomes for their patients, and even improve their performance standards. The formalization and documentation process would make it easier for PCC policies to be implemented and sustained within the organization. Eaton (2016, p. 130) demonstrates how service providers can respond to users in order to determine the extent to which they wish to be involved in the planning of their care. Such an approach will aid in eliminating the possibility of some groups of users being excluded from the PCC decision-making process. Note that that some service users might not have any interest in planning their own care, for one reason or another.
Individuals may have difficulty performing in organizations where their personhood is not recognized, and they are viewed as a sequence of tasks. To address this, the service provider’s standing in the organization should be unambiguously included in the company’s formalized policy document, procedures and standards (Kadri, et al., 2018). That is, service providers’ wellbeing is just as important as that of service users if PCC is to produce net positive results
Compassionate contact with patients is a requirement of PCC, and so the risk compassion fatigue is high. Individual care providers should be encouraged to examine their lives and taught how to identify instances of imbalance between their personal and professional lives. Additionally, organizations should explicitly acknowledge that compassion fatigue is a reality of PCC, and care in general, and encourage care workers to be aware of it. They should also encourage persons to take time off when it is necessary, in addition to providing them with training on coping with this type of fatigue (Salmond, et al., 2019).
[bookmark: _Toc81842589]Conclusion 
Health and social care is not simply about treating a service user’s ailments. Instead, it focuses on the service user as a person. This person-centred approach to providing care takes service users’ opinions, beliefs and feelings into account when planning treatment. As such, service users like Alexander are provided the treatment most appropriate for their specific circumstance, as they are seen and treated as a crucial and valuable part of their own recovery. 
The experience-based co-design principle inherent in PCC forces service users and providers to rethink the roles they generally play in the provision of care. It helps care providers to assess things from the user’s perspective, collaborate with family members and other service providers to identify and implement the most suitable measures. This approach is critical at organizations such as CCPA which provide care for persons facing long-term ailments. PCC, while it does provide invaluable benefits to service users and providers alike, is not without its drawbacks. However, these drawbacks can be surmounted by first acknowledging them and putting the necessary steps in place. Then, PCC can continue to be the means by which health and social care workers continue to add immense value to the lives of cancer patients such as Alexander in the UK.




References
Social Care Institute for Excellence, 2021. Prevention and wellbeing: Person-centred care. [Online] 
Available at: https://www.scie.org.uk/prevention/choice/person-centred-care
[Accessed 25 August 2021].
Ahmad, N., Ellins, J., Krelle, H. & Lawrie, M., 2014. Person-centred care: from ideas to action - Bringing together the evidence on shared decision making and self-management support. [Online] 
Available at: https://www.health.org.uk/sites/default/files/PersonCentredCareFromIdeasToAction.pdf
[Accessed 27 August 2021].
Barbosa, A., Sousa, L., Nolan, M. & Figueiredo, D., 2015. Effects of person-centered care approaches to dementia care on staff. A Systematic Review. American Journal of Alzheimer’s Disease & Other Dementias, 30(8), p. 713– 722.
Bauchat, J. R., Seropian, M. & Jeffries, P. R., 2016. Communication and Empathy in the Patient-Centered Care Model—Why Simulation-Based Training Is Not Optional. Clinical Simulation In Nursing, 2 June, 12(8), pp. 356-359.
Burton, L., 2018. What is Person-Centred Care and Why is it Important?. [Online] 
Available at: https://www.highspeedtraining.co.uk/hub/what-is-person-centred-care/
[Accessed 27 August 2021].
Care Quality Commission, 2019. Regulation 9: Person-centred care. [Online] 
Available at: https://www.cqc.org.uk/guidance-providers/regulations-enforcement/regulation-9-person-centred-care
[Accessed 27 August 2021].
CCPA, 2021. What We Do. [Online] 
Available at: http://ccpa.org.uk/about-ccpa/
[Accessed 12 August 2021].
de Silva, D., 2011. Evidence: Helping people help themselves. [Online] 
Available at: https://www.health.org.uk/publications/evidence-helping-people-help-themselves
[Accessed 2 September 2021].
Eaton, S., 2016. Delivering person-centred care in long-term conditions. Future hospital journal, 3(2), p. 128–131.
Entwistle, V. A. et al., 2018. “The more you know, the more you realise it is really challenging to do”: Tensions and uncertainties in person-centred support for people with long-term conditions. Patient Education and Counseling, 101(8), pp. 1460-1467.
Entwistle, V. & Watt, I., 2013. Treating Patients as Persons: A Capabilities Approach to Support Delivery of Person-Centered Care. The American Journal of Bioethics, 13(8), pp. 29-39.
Hansson, S. O. & Fröding, B., 2020. Ethical conflicts in patient-centred care. Clinical Ethics, 6 October, 16(2), pp. 55-66.
Hughes, R. H., 2016. Chapter 8: Legal and Ethical Issues in Person-Centered Care. In: Person-Focused Health Care Management. s.l.:Springer.
Hutchinson, S., 2017. Person-centred care in 2017: Evidence from service users. [Online] 
Available at: https://www.nationalvoices.org.uk/sites/default/files/public/publications/person-centred_care_in_2017_-_national_voices.pdf
[Accessed 2 September 2021].
Kadri, A. et al., 2018. Care workers, the unacknowledged persons in person-centred care: A secondary qualitative analysis of UK care home staff interviews.. PLoS ONE, 13(7).
Meranius, M. S. et al., 2020. Paradoxes of person-centred care: A discussion paper. Nursing Open, 7(5), pp. 1321-1329.
National Institute for Health and Care Excellence [NICE], 2021. A quick guide for staff delivering intermediate care services. [Online] 
Available at: https://www.nice.org.uk/about/nice-communities/social-care/quick-guides-for-social-care/promoting-independence-through-intermediate-care
[Accessed 1 September 2021].
Salmond, E. et al., 2019. Experiences of compassion fatigue in direct care nurses: a qualitative systematic review. JBI Database of Systematic Reviews and Implementation Reports, 17(5), pp. 682-753.
SIOP, 2021. About the congress. [Online] 
Available at: https://siop-congress.org/
[Accessed 12 August 2021].
Skills for Health, 2017. Person-centred Approaches. [Online] 
Available at: https://skillsforhealth.org.uk/info-hub/person-centred-approaches-2017
[Accessed 12 August 2021].
The Health Foundation, 2016. Person-centred care made simple: What everyone should know about person-centred care. [Online] 
Available at: https://www.health.org.uk/sites/default/files/PersonCentredCareMadeSimple.pdf
[Accessed 28 August 2021].
Tomaselli, G. et al., 2020. Person-Centered Care From a Relational Ethics Perspective for the Delivery of High Quality and Safe Healthcare: A Scoping Review.. Frontiers in Public Health, Volume 8.


image1.png
Prifysgol Cymru

Y Drindod Dewi Sant
University of Wales
Trinity Saint David





image2.png
personalised | coordinated





