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[bookmark: _Toc208565020]Statements on Language
[bookmark: _Hlk191299407]In this report, we use the term “children with disabilities” which reflects person first language. This is in line with what is commonly used in disability services and reflects the language used in the UNCRPD (persons with disabilities). We recognise that the term ‘disabled persons or people’ which is considered to be identity first or social model language is preferred by some people. Identity-first language acknowledges the fact that people with an impairment are disabled by barriers in the environment and society and so aligns with the social and human rights model of disability. We also acknowledge that some people do not identify with either term.
For further information on disability-related language and terminology, please refer to the NDA’s Advice Paper on Disability Language and Terminology.[footnoteRef:1] [1:  https://nda.ie/publications/nda-advice-paper-on-disability-language-and-terminology ] 



[bookmark: _Toc208565021]Abbreviations 
	Abbreviation
	Definition

	CCC
	Child Centred Care

	CDNT
	Children’s Disability Network Team


	CFCC
	Child and Family Centred Care

	EI
	Early Intervention 


	FCC
	Family-Centred Care

	FCP
	Family-Centred Practice

	FCS
	Family-Centred Service

	HSE
	Health Service Executive


	MPOC

	Measure of Process of Care

	MPOC-SP
	Measure of Process of Care for Service Providers 

	PDS
	Progressing Disability Services


	PCC
	Person Centred Care

	PFCC
	Patient and Family Centred Care











[bookmark: _Toc208565022]Executive Summary
[bookmark: _Toc208565023]Introduction
Family-centred practice has been identified as a key component of the HSE’s Progressing Disability Services Programme. Family-centred practice is a principle and a model of service, which is associated with a number of core deliverables. 
This literature review synthesises the extensive body of work around the philosophy of family-centred practice (FCP). This includes exploration of its history and theory. This review will also examine tools which can be used to measure the degree of implementation, and provide an overview of the barriers and enablers, processes and outcomes. This review will also examine parents and children’s views on FCP, what they need and what they expect from the model. Finally, this paper will also examine critiques of FCP and identify alternative methods. 
[bookmark: _Toc208565024]Aim 
The aim of this literature review is to provide an overview of family- centred practice within children’s disability services internationally. It specifically aims to answer the following questions:
1. What is the theory/history behind family-centred practice?
2. What are the barriers and enablers of family-centred practice? 
3. What are the challenges to family-centred practice and what alternatives exist?  

[bookmark: _Toc208565025]Methodology
A systematic search was performed across a number of electronic academic databases and grey literature sources.
Studies were included if they met the following criteria: (a) focused on family-centred practice in community-based healthcare settings[footnoteRef:2] (b) specific to children's disability services, and (c) focused on the views of parents, children or service providers.    [2:  Critiques of the model are not limited to community-based healthcare settings. In an effort to explain alternative models and perspectives more thoroughly, relevant literature has been included in that section, irrespective of setting. ] 

Studies were excluded if they were: (a) not available in full text  (b) not available in English (c) not informed by the experiences of families or service providers. 

After screening against eligibility criteria, data extraction was performed to capture key information, including the type of article, jurisdiction, and associated profession. 
A narrative synthesis approach was employed to summarize and integrate findings across the included studies. 
[bookmark: _Toc208565026]Findings
This review confirms that FCP is a relatively well-established philosophy, pioneered in the mid-twentieth century. It is underpinned by an acknowledgement of the key role that families play in their child’s development and wellbeing. FCP was founded on the understanding that families should be respected and supported in decision-making. This requires a strengths-based, individualised approach from professionals, which focuses on identifying and utilising a person’s unique talents, abilities and resources to help them achieve their goals and improve their wellbeing.  
Family centredness is judged through measuring how service practices help build relationships (relational) and how service practices promote engagement (participatory). The review found that FCP can have many positive outcomes for parents and children. For children this included improved skill development, better psychological adjustment and better behaviour/functioning. For parents this included improved emotional wellbeing, decreased stress levels and increased life satisfaction. When well implemented it promotes a whole-family approach, with families and professionals working in partnership to determine service delivery. 
However, there remains a significant implementation gap between theory and how it is experienced by families of children with disabilities. This may be attributed to a mismatch of expectations. One of the underlying principles of FCP is that parents choose their level of involvement in decision-making for their child. However, some families experience FCP as a shifting of responsibility for treatment or support, with little accounting for their individual circumstances. Some families viewed FCP as a way to improve cost-efficiency of the service by offloading some of the responsibilities to the family, resulting in a disproportionate burden on families and especially women. Furthermore, because of improper understanding and implementation of FCP, some families reported feeling abandoned by professionals. The mixed views of parents in the literature suggests that for FCP to work, parents should be empowered as partners rather than being over-burdened or undermined. The theme of family engagement and wellbeing highlights that parents’ knowledge can ensure that services are delivered in a manner and setting that aligns with family priorities. The topic of staff supports demonstrates that service providers should develop strong relationships with parents and children and maintain open channels of communication. Families should be treated with respect and listened to by empathetic professionals. Key findings in relation to models of service provision highlight the need to be flexible and set realistic expectations. Parents must gain confidence in a new way of collaborating, rather than being stressed by the perceived stripping away of supports. 
While organisational culture was found to be an enabler of FCP systemic barriers such as administration, policies, or waiting lists can have a negative impact on implementation of FCP. Furthermore, there is  some ambiguity around the extent that FCP creates obligations towards the whole family unit.  
Critiques suggest that a theory based on the ecological model would better account for the broader social context of children’s lives. Alternatives to FCP include child and family-centred care (CFCC) or child- centred care (CCC) models. These seek to promote the agency and participation of children. Further work is required to reconcile the different perspectives and address inherent power imbalances across the board. 
[bookmark: _Toc208565027]Conclusion
This literature review found that FCP is a well-established philosophy of care. To enable it to work, the context of family lives must be taken into consideration. Evidence suggests that relational and participatory practices can lead to positive outcomes for families. Perceptions of FCP among family members are mixed, with an implementation gap between theory and practice.  Realising the full potential of FCP requires an individualised approach and efforts to tackle barriers at an organisational or systemic level, including addressing the mismatch of expectations between families and service providers. 
The findings suggest that families should not experience FCP as the ultimate shifting of responsibility for treatment and support. Parents valued a truly collaborative approach, backed by strong relationships and clear communication. Parents also recognise the need for a flexible and individualised model of service provision. Learnings from other models may also help to strengthen child participation and reflect the lived experiences of families within a broader social context. 


[bookmark: _Toc208565028]Introduction
Family-centred practice has been identified as both a principle and a model of service for the Progressing Disability Services (PDS) programme within the HSE. (1,2)
According to the National Team Development Programme, family-centred practice will ensure the following core deliverables: (2)

· The team will provide a service based on the priorities of the family for their child, through an Individual Family Service Plan (IFSP),
· Families are empowered through capacity building at universal, targeted and direct support levels in a timely manner, 
· The team supports families to advocate on behalf of their child, 
· The team delivers services in line with the Informing Families guidelines,(3) and
· Families are supported to identify and avail of the natural supports in their family and community.  
Much has been written on the topic already. For example, Bradley outlined key considerations for FCP and linked these to work processes established by the HSE. (4)
The purpose of this literature review is to further explore the concept of family-centred practice (FCP) and its variants, especially how this philosophy is understood and applied within children’s disability services at an international level. This paper will explore tools used to measure perceptions around FCP. It will also review some of the barriers and enablers at play in delivering FCP and how these feed into the processes and outcomes for children and their families. This review will also explore how families view and experience FCP, what they need and expect from family-centred disability services. Finally, this paper offers critiques from the literature, while considering what could be learned from alternative models.  
[bookmark: _Toc208565029]Aim
The aim of this literature review is to provide an overview of family- centred practice within Children’s Disability Services internationally. It specifically aims to answer the following research questions:
1. What is the theory/history behind family-centred care?
2. What are the barriers and enablers of family-centred practice? 
3. What are the challenges to family-centred practice and what alternatives exist?  
[bookmark: _Toc208565030]Methodology
[bookmark: _Toc208565031]Search strategy
The search strategy used a combination of relevant keywords, such as “Family-cent* care,” “family-cent* practice”, "paediatric/children’s disability services" and variations thereof. Boolean operators (e.g., AND, OR) were employed to refine the search and maximize the retrieval of pertinent literature. 
A librarian from Trinity College Dublin was consulted and executed a search across the database platforms EBSCO and ProQuest.  An additional search was performed using the following electronic databases; Medline, SocIndex, and Google Scholar. 
A search was performed of the following electronic grey literature databases: Cochrane Library, Social Care Institute for Excellence (SCIE) Trip Database, Global Index Medicus, National Institute for Health and Social Care Excellence (NICE) World Health Organisation, Agency for Healthcare Research and Quality, National Quality Forum, Lenus, Health Information and Quality Authority (HIQA), and WorldCat. 
[bookmark: _Toc191303166][bookmark: _Toc208565032]Inclusion and exclusion criteria
[bookmark: _Toc191303168]Studies were included if they met the following criteria: (a) focused on family-centred practice in community-based healthcare settings[footnoteRef:3] (b) specific to children's disability services, and (c) focused on the views of parents, children or service providers.    [3:  Critiques of the model are not limited to community-based healthcare settings. In an effort to explain alternative models and perspectives more thoroughly, relevant literature has been included in that section, irrespective of setting. ] 

Studies were excluded if they were: (a) not available in full text  (b) not available in English (c) not informed by the experiences of families or service providers.
[bookmark: _Toc208565033]Data extraction 
The selected studies were screened for relevance based on the titles and abstracts. Full-text articles of potentially relevant studies were retrieved and further assessed for eligibility according to the inclusion and exclusion criteria. Data extraction was performed to capture key information including the type of article, jurisdiction, and associated profession. 
[bookmark: _Toc197417192][bookmark: _Toc208565034]Synthesis 
A narrative synthesis approach was employed to summarize and integrate findings across the included studies. Themes, patterns, and commonalities were identified to highlight the current knowledge regarding FCP.  
[bookmark: _Toc208565035]Findings
[bookmark: _Toc208565036]Background, context and terminology use
The literature uses a wide variety of terms to describe family-centred practice. Variations on the term include family-centred care (FCC)  and family-centred service (FCS).(5,6) For simplicity, this review uses the term family-centred practice  (FCP) to encompass all of these terms. 
FCP is not a method of intervention, but rather a philosophy which underpins the actions of health and social care professionals in relation to children and their families. This distinction is not about what is done, but how it is carried out. (7)
FCP is based on attachment theory.(8) It evolved through a growing understanding of the negative impact of family separation on the recovery of hospitalised children. Therefore, FCP developed as a way to promote child welfare. Models of care evolved including ‘care-by parents’ and ‘partnership-in-care’. The former allowed parents to reside with their children in units and retain responsibility for them. The latter allowed for more flexible roles, with parents supported to take on medical care and nurses could provide family care if the parent was absent.(5)
FCP developed as part of a gradual paradigm shift in the mid-twentieth century, with parental advocacy groups coming together to lobby for greater involvement in decision-making for their children. (6) 
[bookmark: _Toc208565037]Definition, principles and measurement 
It has been suggested that any definition of FCP hinges upon an understanding of the client as the child patient and their family, as opposed to just the child.(9) 
MacKean highlights six key components of FCP most frequently described within the literature: (9)
· Recognizing the family as central to and/or the constant in the child’s life, and the child’s primary source of strength and support, 
· Acknowledging the uniqueness and diversity of children and families,  
· Acknowledging that parents bring expertise to both the individual care-giving level and the systems level,
· Recognizing that family-centred care is competency enhancing rather than weakness focused,
· Encouraging the development of true collaborative relationships between families and health-care providers and partnership, and
· Facilitating family-to-family support and networking and providing services that provide emotional and financial support to meet the needs of families.
FCP forms the final part of a continuum, being preceded by professionally-centred, family-allied and family-focused models.(4) FCP is defined by the US National Center for Family-Centered Care as: 
“The name that has been given to a constellation of new philosophies, attitudes, and approaches to care for children with special health service needs. At the very heart of family centered care is the recognition that the family is the constant in a child’s life. For this reason, family centered care is built on partnerships between parents and professionals.”(6)
Rosenbaum draws upon this definition to develop a number of premises, principles and elements of FCP.  These are basic assumptions about families, how families should act or be treated, as well as necessary service provider behaviours.(6)
Premises
· Parents know their child best and want the best for their children,
· Families are different and unique, and
· Optimal child functioning occurs within a supportive family and community context. The child is affected by the stress and coping of other family members. 
Guiding Principles 
· Each family should have the opportunity to decide the level of involvement they wish in decision-making for their child,
· Parents should have ultimate responsibility for the care of their children,
· Each family member should be treated with respect (as individuals),
· The needs of all family members should be considered, and 
· The involvement of all family members should be supported and encouraged. 
Elements
· To encourage parent decision-making, 
· To assist in identifying strengths, 
· To provide information,
· To assist in identifying needs, 
· To collaborate with parents, 
· To provide accessible services,
· To share information about the child
· To respect families,
· To support families,
· To listen,
· To provide individualised service,
· To accept diversity,
· To believe and trust parents,
· To communicate clearly,
· To consider psychological needs of all members,
· To encourage participation of all members,
· To respect coping styles, 
· To encourage use of community supports, and
· To build on strengths
King et al. succinctly merge these principles into the definition of FCP on which they based the Measure of Processes of Care (MPOC). 
[bookmark: _Hlk207710794]“…a set of values, attitudes and approaches to services for children with special needs and their families. Family-centred service  recognises that each family is unique; that the family is the constant in the child’s life; and that the parents are the experts on the child’s abilities and needs. The family work together with service providers to make informed decisions about the services and supports the child and the family receive. In a family-centred service the strengths and needs of all family members are considered.” (10)
The MPOC is a questionnaire designed to consistently and reliably measure the extent to which parents feel that the service they are receiving is family-centred. It is a self-administered questionnaire which uses a Likert scale.(11) 
Both the MPOC-56 and the shorter, more user-friendly MPOC-20 ask questions across five key domains; enabling partnership, providing general information, providing specific information, coordinated and comprehensive care, and respectful and supportive care.(12) 
As a tool, the MPOC  measures  the extent to which an organisation is perceived to engage in family-centred behaviours across different domains.(13) As highlighted by McCarthy and Guerin, this can lead to process-focused results, rather than assessing the extent to which FCP principles are actually upheld. (14) 
There is also a version of the questionnaire designed for service providers, the MPOC-SP.(15) Both the parent and service provider versions of the MPOC can be used either separately or in combination. The questionnaires have also been translated and are used worldwide to assess experiences of FCP. 
A meta-analysis of the MPOC-SP which included 14 studies and encapsulated 2,906 service providers from eleven countries found that on average, service providers rated that they had treated people respectfully, shown interpersonal sensitivity and communicated specific information all to ‘a fairly great extent’. Providing general information was rated as only being provided to a ‘moderate extent’. (16) Feedback from Western Australia and Ireland found that the extent to which FCP was provided varied within local services. Early intervention (EI) teams were more likely to rate themselves as family-centred, compared with school-age teams. Respondents in both areas were more likely to rate themselves better at providing supportive care and lower in terms of providing general information. (17,18) 
Dyke suggests there is a correlation between years spent in a role and the extent to which general information was provided.(18) Raghavendra suggests that this is the case for specific information.(19) There is also some evidence to suggest that different types of staff (such as psychologists) are more likely than their therapist counterparts to self-rate the provision of general information to a great extent.(19) While in Ontario, Law et al. found that organisational culture and parent beliefs about FCP were two of the strongest factors when predicting satisfaction with the service. Parents were more likely to perceive a service as family-centred when their child had fewer developmental problems and received services at fewer locations.(20)
A meta-analysis of the parent MPOC-20 that included 15 studies from 10 countries which included the ratings of 2,582 parents of children with physical disabilities found that relational practices, enabling and partnership were provided to a great extent whereas providing general information was rated as being provided to a moderate extent.(21) 
Following a review of the literature, McCarthy and Guerin highlighted the need to account for systemic and structural barriers to FCP. They characterised FCP as a multidirectional process, which must account for interactions between families, professionals and the wider system, including management policies and budget constraints. They suggested that while the MPOC is valid, it can lack utility and may serve to over-simplify a complex concept.(14) 
[bookmark: _Toc208565038]Family-centred practice processes  
The literature identifies two key practices utilised in FCP being relational practices and participatory practices.
Relational practices 
Relational practices are the skills associated with relationship-building among professionals and families. Relational practices allow for improved collaboration and engagement in the therapeutic process. Examples of this include active listening and reflection, empathy, compassion, cultural sensitivity, respect, good communication, and unbiased information-sharing. (7,22,23)   
Relational continuity is a key part of collaboration; this means getting to know the family and tailoring the approach to their care accordingly.(22) Parents appreciated when team members, such as service coordinators, kept in regular contact and were proactive in managing their care. They described positive interactions with professionals who were approachable and non-judgemental, who treated them as equals and had open discussions about their needs. (24)    
Unfortunately, some parents in Ireland had poor experiences in terms of building relationships with service providers in children’s disability services. Inclusion Ireland published the findings of  survey on parents’ experiences of PDS in 2022. (25) The survey showed that 48% of families identified communication difficulties as one of their top three issues with the service. Regarding family engagement, Inclusion Ireland emphasised the importance of “parent proofing” letters to minimise confusion and distress. They also recognised the need to (re)build trust and allow for meaningful engagement through independently facilitated family fora.(25)
A survey from Families Unite for Support and Services (FUSS) in 2023 also shared respondents’ thoughts and experiences of PDS. Comments from parents detailed a lack of communication with the HSE. (26) Parents reported concerns when their children with complex needs were transferred to a new team where the encountered new staff who were not familiar with their child’s needs. Parents also reported feelings of stress and being ignored by staff. 
[bookmark: _Hlk205793846]The relationship between therapist and parent is defined by expectations, usually different ones. Professionals view themselves as informers, rather than care-givers or collaborators, while parents sought to work more closely with therapists, to build trust and share responsibility, rather than navigating systems alone.(9)
Within the UK, Pickering carried out a study measuring the extent to which FCP was perceived among service providers. This revealed the belief among some that relational competencies such as honesty and empathy may be more innate to those working in community settings. This study also suggested that while professionals utilise relational competencies like communication  at a high level, it can be more difficult to record informal contributions against skills frameworks.(27) 
The idea that both parents and service providers care about each other and can work towards a shared goal is known as a therapeutic working alliance. This is not unique to the FCP model. However, Trute’s study in Alberta, Canada showed that when the relational factor is controlled for, FCP continues to be associated with customer satisfaction for parents and children.(28)  
[bookmark: _Hlk205793927]McCarthy and Guerin consider family education and skills development to be a relational process.(14) This is because it involves the interaction of parents and professionals, through coaching and so on. They note the importance of the shift from a passive to an active relationship, with parents going from recipients of information to agents in their child’s care. 
Rouse highlighted that challenges occur when parents are not supported to become, or recognised to be, competent. For example, being prevented from engaging in decision-making or problem solving in relation to their child’s care. This is especially true for health and medical professionals who were traditionally seen as “experts” in relation to children with complex needs. The assumption of incompetence leaves families disempowered. The philosophy of FCP requires that relationships between parents and service providers must be based on partnership. In their role, professionals should recognise parents’ need to be empowered decision-makers and enable them to demonstrate this.(29) 
Grinberg  highlights the importance of specific service provider behaviours to support organisational change and implement FCP at every stage. (30) At an organisational level, this can be demonstrated through a vision statement and considering FCP when hiring staff or conducting performance reviews. Service providers can help prior to an appointment by setting out a clear purpose for any meeting and having commonly requested resources readily available. During an appointment, this might refer to communication or goal-setting techniques. For example, speaking in a manner which can be easily understood and being SMART (Specific, Measurable, Achievable, Realistic and Timely.) In terms of follow-up, this might could include connecting the family with others, such as peer support networks.(30)
[bookmark: _Hlk205794159]Participatory practices 
[bookmark: _Hlk205794200][bookmark: _Hlk205794248]Participatory practices are the actions which seek to promote active engagement in processes of decision-making and goal-setting. These place an emphasis on building strengths and identifying skills.(22,23) One example of this is allowing family members to choose their level of involvement during any assessments. (23) Another example might be supporting a family member to gather information to make an informed decision about their child’s care.(7) 
[bookmark: _Hlk205794277]Participatory practices are valued by parents, who appreciated when service providers gave positive feedback and respected their decision-making power.(24)  Participatory practices should aim to be individualised, flexible and responsive to the needs of families. However, parents in Ireland felt that information provided was often insufficient or generic. For example, if they were sent a link to a public YouTube video. (26)   
A meta-analysis by Dunst et al, found that while participatory practices are used less often than relational ones, they are more important in terms of self-efficacy. That is, promoting parental competence and confidence. This in turn can have an indirect effect on child behaviours and development. (7) It has been suggested that that FCP can result in helping, empowerment and capacity-building for families.(23) 
[bookmark: _Hlk205794553]Pereira and Seruya explore one challenge for occupational therapists (OTs) around coaching parents of children with disabilities. OTs in the United States must justify their input in terms of skilled services, which can pose problems for FCP tasks, such as modelling or coaching when documenting notes for billing purposes. There were also concerns around liability if a parent hurt their child while learning a new task. Participants spoke about the conflict between their hands-on clinical training and the pressure to provide hands-off coaching and family friendly notes in an EI setting.(31) 
[bookmark: _Hlk205799603][bookmark: _Hlk205799638][bookmark: _Hlk205799674][bookmark: _Hlk205799731]In terms of clinical training, Eurlyaid suggests that technical quality is another element of FCP. This includes training, experience and specialisation which gives service providers the theoretical and practical knowledge to do their job. For example, it can provide knowledge of evidence-based practices or assessment tools, knowledge of child development and the ability to identify developmental problems.(23) 
[bookmark: _Toc208565039]Outcomes
Dempsey noted that concepts such as parental satisfaction or stress and their effects were not treated consistently in the literature.(32) This makes it more difficult to class them as strictly inputs, outputs or processes.  For example, Law et al. consider parental satisfaction not only an outcome of FCP, but a predictor.(20) Similarly, there is some debate within the literature whether parental stress is an outcome and/or a moderating variable.(32) 
[bookmark: _Hlk205799926]It has been suggested that FCP promotes a whole-family approach, with families and professionals working in partnership to determine service delivery. FCP aims to be collaborative and responsive to the needs of families, providing them with information to make informed decisions.(1) However, there remains a significant implementation gap between theory and practice, particularly around the provision of general information. (16) 
[bookmark: _Hlk205800025]As discussed by Bradley et al, there has been a shift from outputs to outcome-focused FCP in Ireland. (4) The literature suggests that FCP is associated with better outcomes. For children, this includes improved skill development, better psychological adjustment and better behaviour/functioning. For parents this includes improved emotional wellbeing, decreased stress levels and increased life satisfaction.(7,30,32) 
FCP has been linked with community engagement, professional development, parent-professional collaboration and the attainment of family goals.(14)
The positive impact of FCP can be seen directly and indirectly. For the parent outcomes, improved self-efficacy is a major factor, that is, one’s belief in their ability to carry out parenting tasks. Another indirect outcome of FCP which can lead to favourable changes is the parent’s greater sense of empowerment or control over the services received.(7,32) 
Eurlyaid notes that there are considerable benefits to participatory practices. Families spend considerably more time with their children than service providers. Therefore, family engagement can result in a lot more time on a daily basis to work towards therapeutic goals. (23) This is due to the fact that parents have strong bonds with their children. Ultimately, they can have a greater impact than therapists or special education teachers in terms of everyday learning and development. (23)
As highlighted above, quantitative assessment tools  such as the MPOC may lead to an over-simplification of a complex concept.(14) Notably, scores measure parent and service provider perceptions of FCP.(11,15) As mentioned above, this can lead to a focus on FCP procedures, rather than results.(14)
An Icelandic study of FCP in children’s rehabilitation centres found that while MPOC for partnership and coordination were high, this did not necessarily translate into practice. In follow-up interviews with parents, it was revealed that this collaboration was typically one-sided; consisting of parents following service provider instructions.(33) 
It is important to consider whether FCP-related activities were carried out  but also the extent to which they were deemed to provide a useful impact or satisfactory outcome for families. 
[bookmark: _Toc208565040]Barriers and enablers of family-centred practice 
Family characteristics 
Some of the problems identified within the literature centred upon theoretical concepts in contrast with the lived reality for families. Dan notes that in the modern world, the concept of a typical family no longer exists; family structure and function varies considerably. As such, it is important to consider a family as part of a wider social system, rather than in a vacuum. (9)
Furthermore, while FCP may be an ideal model, the fact remains that many families operate in less-than-ideal circumstances. Families can struggle to fully participate in FCP due to ill health, other caring responsibilities or economic constraints. The contradiction between the expectations of health professionals and the extent to which families are willing or able to take part in FCP can be a source of conflict.(9) 
As Dodd explains, this centres around the idea that parental involvement or collaboration equates to being responsible for providing treatment or intervention. For example, one therapist discussed the need to “grow up” upon transition to school-age therapy and accept that 1:1 therapy will not continue. This attitude mistakenly assumes that parents are equally equipped to carry out  interventions, irrespective of their circumstances.(34) 
Dodd also suggests the implementation of FCP could be hindered by a lack of role negotiation, or multidisciplinary team working. This can be the case within the same organisation, or working externally, where different hierarchies or philosophies are at play. For example, a lack of a coordinated approach resulting in parents asking professionals to liaise with one another.(34) 
[bookmark: _Hlk205801292]Breen argues that the “ideal” family is a false construct. Not every family is functional, supportive or indeed capable enough to engage with children’s disability services to the extent that the FCP model requires. Furthermore, any care provided typically falls to women, who must make sacrifices to prioritise their child’s therapy. Unfortunately, the caring responsibilities associated with childhood disability in general have a profound aspect on every area of family life, including financial costs, lost earnings, poor social connections, lack of leisure time, marriage breakdown or sibling resentment.(35)
[bookmark: _Hlk205801378]Pereira notes that cultural sensitivity is paramount for OTs in EI services, especially as these tended to be provided at home. In some cases, there were communication issues, with extended family called upon to translate. OTs felt that respecting family dynamics and living arrangements strengthened the family’s ability to participate. Participants found that disadvantaged families needed more help in areas unrelated to therapeutic practice. This could cause a blurring of boundaries, as staff felt they occupied multiple informal roles. (31)
[bookmark: _Hlk205801753]Breen notes a large emphasis by service providers on family grief and the denial or lack of acceptance of childhood disability as an obstacle to taking up therapeutic duties. Breen suggests this is problematic as it stems from the medical model, with grief characterised as an individual or psychological issue which must be overcome.(35)
Breen acknowledges that this grief is a real phenomenon. However, she argues it should not be used to distract from wider social challenges faced by families. Indeed, issues of cultural or socio-economic disadvantage (including gender) are often reinforced, rather than addressed  through engagement with disability services. For example, the predominate shifting of care responsibilities to women.(35) This was experienced by mothers taking part in MacKean’s research, who described pressure from professionals to give up their careers to provide more therapy at home.(9) 
MacKean also discusses the perception among parents that they are forced to take the lead in the design and implementation of their child’s care plan. This research found that there was a limited understanding from service providers that the role played by parents would vary from family to family. Service providers saw themselves as providers of information and occasional support. They noted appreciation for well-educated, motivated families who were better equipped to take charge of their care.(9) 
[bookmark: _Hlk205801914][bookmark: _Hlk205802069]The family that can provide “optimum” care for children must be functional, intact, stable and providing constant support. Family members must be educated, with a capacity to problem solve and to provide a stimulating home environment.(34) Dodd’s research explores the conflation between ideas of involvement and responsibility within the FCP model. The demands placed upon families by children’s disability services can be all-consuming, especially for single parents.(34) The prevailing idea associated with FCP is one of shifting responsibility. Unfortunately, families capacity to work with health professionals can be limited by a lack of sensitivity around individual circumstances and/or disempowerment in terms of negotiating decision-making. Dodd argues that FCP should be more concerned with listening to families and facilitating their needs. It should not be only about service providers directing and families doing. FCP needs a shared understanding and  mutual exchange of information, support and ideas, underpinned by careful reflection. (34)
Organisational factors 
An organisation’s culture of shared values and implementation strategies is influential in the delivery of FCP. Law et al. recommended the following actions to improve family-centred behaviours: (20)
· Formally adopt a family-centred approach to service delivery, 
· Have a specific team/person lead the development of FCP, 
· Provide information about FCP to families starting with the initial visit, 
· Train staff in FCP delivery, 
· Change procedures to be more family-centred, and
· Provide a welcoming environment. 
[bookmark: _Hlk205800551]Examples of family-centred practices include reducing waiting lists, introducing family-centred intake procedures, involving parents in goal-setting, providing user friendly reports and provide a welcoming environment such as an attractive physical space, or a resource centre.(20)
[bookmark: _Hlk205800982]In terms of implementing FCP, parents emphasised the importance of adequate resources. They also identified the need for services to be organised around family needs. For example, more opportunities for peer support. Some families felt punished by policies which mandated a counter-productive reduction in services when a child progressed. Families wanted continuous access to flexible programmes, including but not limited to respite care. These should allow for the possibility that a child’s needs may change over time. (24) 
A common theme in the literature was the impact of systemic barriers on the practice of FCP for service providers. In Quebec, Canada there were positive and negative elements which contributed to perceptions of FCP  across multiple settings for paediatric therapists.(36) The positive elements included that professionals felt that their ability to provide quality services was improved by enjoying their work with children and their work within the team. They identified the environment as important in terms of the physical space but also support received. They also benefited from training opportunities received. The negative elements included their feeling that their capacity to provide quality services suffered due to personnel problems, such as being short-staffed. Others identified the impact of waiting lists, administrative issues and workloads as negative elements.(36) 
Mazer et al. highlighted that long waiting lists were particularly problematic for OTs. They suggested that this could be because wait times were worse in community-based services, where OTs see clients for longer. Whereas PTs in Quebec tended to see clients more frequently at the acute rehabilitation stage.(36) Professionals also noted organisational barriers that prevented them from working with colleagues in a family-centred way. OTs in the United States experienced scheduling conflicts meaning that members of the EI team could not meet the family together. Unfortunately when the EI team had meetings some OTs could not attend, or were not paid to do so, due to billing issues.(31)
In Manitoba, Canada, Wright reports on the negative impact of high caseloads for service coordinators. Staff generally had many children on their lists and experienced time constraints which limited their ability to operate in a family-centred way. Cases characterised as active were more resource-intensive. This could be a reflection of a family’s complex needs.(37)
Within the Irish context, a 2014 study using the MPOC-SP in children’s disability services highlighted a gap between theory and implementation. While almost 70% of service providers rated FCP values as important to their work, they practiced these to a lesser extent in three out of four domains. The authors suggest that this discrepancy may be linked to issues of administrative policy, including waiting lists.(17) It should be noted that this study was conducted prior to the nationwide reconfiguration of children’s disability services that saw the roll out of FCP. 
MacKean et al. reference FCP in the context of business discourse. In this way, the shifting of responsibility to families may be considered a cost-saving measure within the healthcare system. The evidence suggests that the perceived shift in responsibilities in FCP can place a disproportionate burden upon women.(9) 
Service Coordination 
Families described the difficulties of navigating a non-integrated system and advocating for their children with disabilities.(9) It has been suggested that FCP may not be an inter-professional philosophy. That is, families had difficulty coordinating professionals from different disciplines or services to work together. (34) This was also the case for service coordinators, who often engaged in resource-intensive problem solving when faced with additional service providers that were not practicing FCP.(37) 
[bookmark: _Hlk205802171][bookmark: _Hlk205802195][bookmark: _Hlk205802244]Egilson’s research also found that service coordination between home and school were very important for families. Quality services also meant local service provision whenever possible.(38)  In terms of FCP, parents generally wanted to be involved in their child’s care, with therapists taking initiative and retaining responsibility for certain areas, such as equipment provision. Parents did not wish to take on the main responsibility for services. For example, acting as information bearers between services, or team coordinators for their child. They felt that defined roles and clear communication channels would support FCP. Parents of older children tended to be more critical of service providers. They wanted more information, coupled with the freedom to accept or reject proposed interventions. (38)
Implementation 
Molero et al, looked specifically at barriers to the implementation of FCP as perceived by professionals in EI settings.(39) In terms of families, the biggest barrier was difficulty with expectations, coupled with families’ lack of understanding and involvement in the intervention. Barriers related to the child were reported to a lesser extent, such as responding to the complexity of their medical needs.(39) Barriers were also associated with the knowledge or application of the model. For example, a lack of skills to engage families in natural environments, such as their home. Barriers associated with professional beliefs were related to attitudes and behaviours when losing their expert role. Barriers associated with the natural environment were reported to a lesser extent, including difficulty in applying interventions in the home.(39) 
Barriers were also associated with coordination, especially lack of time to work with other professionals. Barriers associated with working conditions included working hours and high workload. While legislative barriers covered issues around a lack of support and administrative constraints.(39)
Research has also shown that attitudes, values and perceptions of professionals and unclear boundaries or roles for families have created barriers. Also identified as barriers were poor documentation or assessment of negotiated roles and a lack of information-sharing or collaboration, as well as poor consistency of implementation due to non-existent managerial support, policies or guidance. (40) 
Wright identified the role of supervisors in facilitating FCP for service coordinators. Their study’s participants reported a lack of formal supervision and minimal time to discuss FCP. They felt that without being explicitly grounded in the topic, conversations with supervisors would default back to revolving around administration issues, including financial planning. Supervisors acknowledged that it was difficult to make time for FCP, that they tended to do this more with new staff.(37)
Training was identified as a key enabler of FCP. Wright identified that service coordinators trained in social work have an expertise which aligned well with FCP. However, staff reported that there was little formal training in FCP. Though resources were limited, it was felt that interdisciplinary, cross-organisational training should be provided to all service providers for children with disabilities (including education and welfare) to ensure they have a shared understanding of the concept.(37) 
Law found that more than half of service providers had received FCP training. Those that had received higher satisfaction ratings from parents.(20) Pereira’s study within the Northeastern United States found that access to FCP training for in EI was inconsistent. Participants sought more training to develop skills for engaging parents.(31) 
[bookmark: _Toc207710826][bookmark: _Toc208565041]Family Experiences
The views of parents about their experiences of FCP, as reported in the literature, generated three themes; family engagement and wellbeing, staff support and model of service provision.
The review found one paper that captured the views of children and their parents, but did not identify any papers which captured the views of children only. 
[bookmark: _Toc207710827]Family engagement and wellbeing 
Family wellbeing is an important theme for children’s services as carers must manage their own mental and physical health, family roles and wellbeing as well as integrating the provision of the child’s intervention with other household and family responsibilities. This can limit a carers’ personal and social activities. (41) When professionals take a family-centred approach and consult and listen to parents it can result in parents feeling more confident in supporting their child. This is in contrast to a professional led approach which can result in parents feeling undermined.(42) The impact of family- centred practice and informal peer support is that parents and carers report improved wellbeing and personal gains due to an increase in their confidence.(41,42) MacKean defines partnership as a situation in which “the role of each partner and the resulting outcomes are [..]  jointly determined by the partners.” However, she notes with concern that this is not the case day-to-day.(9)
Indeed, MacKean highlights that the essence of a collaborative relationship involves “the negotiation of the respective roles played by each partner in the relationship.” However, her research found that when operationalised, the collaborative aspect of FCP can disappear. Instead of partners determining the role which parents are willing and able to play in their child’s care, this becomes about the devolution of responsibility to families.(9)
For FCP to be successful it cannot be seen by either the professional or a family member as the shifting of care, and care management to families. It must be understood by all as a truly collaborative relationship with professionals in decision making and fulfilling care plans in a way that works best for the child and their family.(9) 
The literature highlights that without family engagement with the services then it is almost impossible for the service providers to deliver family-centred practice.(42)
The literature argues that  the needs of parents and siblings must be the focus of services.  Home-based visits and developing partnerships with family members were considered as enablers of FCP. (42) Increased physical contact with therapists can lead to an increase in parental satisfaction with FCP.(9) Parents and children valued continuity of care, emphasising the benefits of being able to develop long-term relationships and monitor progress over time.(43)   
[bookmark: _Toc207710828]Staff support
From a family perspective staff support was reported as being crucial to the successful implementation of FCP. The types of support offered by staff to the child and families included informative support, tangible support, and emotional support. Examples of emotional support include helping parents to strengthen their mindset and become more resilient, to help cope with stress and offering advice on mental health. Parents reported that such supports helped them to feel more positive about the future.(42) On the other hand, informational support can be general or specific. For instance, as well as educating families on their child’s condition, respondents also reported that therapists could also support parents by linking them with community-based peer support, or recreational activities, (21) or sign posting with regard to external services such as financial aid and respite care. (44)  Parents reported that this helps them meet child’s current needs more effectively, while planning for the future. Practical support was also reported as being valued by parents. This includes providing communication aids and equipment, as well as training courses on key issues such as challenging behaviour.(42)
McConkey conducted a review of family-centred practice within a support service used by families of children with developmental disabilities in rural Northern Ireland.(42) Non-clinical staff supporting the project were recruited locally. This meant that they understood the families’ culture and customs as well as knowing the local supports and facilities that the families could avail of. Furthermore, parents reported that staff had a personality that was suited to the role, “they were outgoing, friendly, welcoming, good listeners and flexible,” such qualities cannot be developed through traditional training methods, therefore the recruitment of non-clinical staff with the right personality is pivotal.(42)
Families stated their appreciation of staff who had  “relational competencies” which included having the ability to care about members of the family, appreciate the individual needs of family members, and who interact with them in a collaborative and respectful manner. (41) When professionals were non-judgemental, reliable and supported families to find hope and strength it supported positive relationship building and fostered a “sense of reassurance” for families.(45)
The evidence suggests that respectful and trusting relationships between families and staff were common.(19,33,41,46) In one American paper, it was suggested that a higher service intensity may lead to more trusting and respectful relationships.(44) Greenstein focused on the experiences of Australian indigenous families in relation to community-based disability services. (43) Participants reported positive experiences with therapists who were approachable. However, negative experiences stemmed from an unwillingness to see things from the family’s perspective and the families feelings of being excluded from their child’s care. Especially in situations where parents had their concerns “fobbed off” by therapists. 
Notably, Greenstein’s was the only study to include the views of five children and youth aged 12-19 years, who were accessing physiotherapy services. They expressed the need for therapists to speak to them directly about their condition and demonstrate their exercises. They also identified the need to include family carers and to make the sessions fun.(43)  
In the literature, both written and verbal communication between staff and families were integral to the successful implementation of FCP. (43,46) This was often illustrated by typically lower MPOC scores related to the provision of general information.(19,21,44,47) Moreover, families appreciated when professionals provided child-specific information to support their own understanding.(45) Wilkins’ study found that general information was lacking for parents who were seeking improved care coordination especially support to navigate the complexities of the disability sector.(48) Families also wanted professionals to be more proactive in communicating with them. For example, providing illustrative examples of the types of supports available, rather than just asking parents what they need.(49) 
Alharbi reported, lower satisfaction with the provision of specific information was linked with the education levels of mothers. (50) This suggests it is important to share information about one’s child in a way that can be easily understood regardless of literacy level. 
[bookmark: _Toc207710829]Model of service provision
The FCP model was a reported as a cause for concern by some families. MacKean reported that the family-centred approach could be viewed as a way to improve cost-efficiency of the service by offloading some of the responsibilities to the family, resulting in a disproportionate burden on families and especially women.(9) Additionally, they argued that even though services were trying to implement a family-centred model, traditional professional identities still remained which resulted in professionals tending to dictate the role of parents rather than their role being decided collaboratively.(9) 
Furthermore, because of improper understanding and implementation of FCP, families have reported feeling abandoned by professionals. Parents reported that they did not want to implement their child’s treatment plan alone and independent of the professionals, they wanted and needed a working relationship with professionals that would help them problem solve, and work through the complexities they were facing.(9) 
Camden examined the views of parents before and after a change to the model of service provision that was introduced to tackle waiting lists in a community-based rehabilitation centre in Quebec, Canada. (49) The change involved a modification of admission criteria, and an increase in the use of group and community interventions. Group interventions were goal-orientated or diagnosis-specific, while community interventions had targeted a variety of audiences such as teachers of children with disabilities. Parental scores across all domains of the MPOC tool did not vary pre- to post-reconfiguration. However, some families reported a strong desire to continue 1:1 sessions. Families felt that their child’s individual needs should not be eclipsed or impacted in a “detrimental” way by a policy of shorter, interspersed therapy blocks.(49)
This was reflected in the mixed views of Irish parents with regard to FCP under PDS. For example, parents  identified that group activities helped them to feel that they were not struggling alone and that others were in a similar situation.(26) But families also expressed a desire for more on-one intervention for their children, with some concerns that group therapies were being used as a replacement for direct therapy.(25)
Elements of the FCP model that are likely to cause stress for families were reported as time spent on waiting list for assessments, limited knowledge of services available, or the transition from the services to an external service.(45) Families reported that they appreciated stability, as provided by a familiar therapy team that contained a structure for regular team meetings or reporting.(51)
[bookmark: _Toc208565042]Critiques of family-centred practice
Sheilds suggests that the transition to FCP has been widespread, but somewhat disorganised; the concept is well-defined, albeit with some variation in terminology. However, the crux of the problem lies in the move from theory to practice.(52) 
FCP has been described as an ideal model, but despite good intentions it has arguably failed to deliver due in part to human nature and the mismatch of expectations between family members and service providers.(53) Watts et al. suggest that while FCP is welcome, issues persist around the negotiation of parental roles. Their systematic review of FCP in relation to hospitalised children notes that nurses were aware of FCP principles, but implementation was secondary to maintaining professional roles. Ultimately, the failure to clarify the nature and extent of parental roles in a timely and appropriate manner can cause stress for families.(54) 
Uniacke, Brown and Shields highlighted that there are multiple interpretations of family-centred practice, including parents as participants in decision-making, or as part of the context of a child’s health and wellbeing. However, contemporary family-centred practice is typically characterised by health professionals treating family members as part of the “unit of care.” There is a fundamental difference between placing a family at the centre of planning a child’s care and recognising them as recipients of care.(55) 
The ambiguity around the concept has led to confusion around the extent of responsibility of health professionals, particularly the extent to which they must support the family’s ability to meet their child’s needs.(55) For instance, would health professionals be obliged to arrange care for conditions displayed by parents or siblings as a result of a child’s condition, such as stress or anxiety which might impede on their ability to provide care for their child at home? 
It is important to reflect on the role of parents within FCP. Within FCP the focus is on the child in the context of their family. A common criticism with regard to FCP is that the wishes of parents are more prominent, with children taking a more passive, backseat role when it comes to their healthcare.(56) Another concern is that FCP fails to account for the broader context of children’s lives beyond their parents or families. For instance, other connections, the school environment, or social and cultural values which can change over time.(8)
[bookmark: _Toc208565043]Alternative approaches
[bookmark: _Toc208565044]Ecological approach
While FCP is based on attachment theory, it has been suggested that an ecological model might better capture the broad support network experienced by children with long-term conditions. (8) This model views the child, their family, their environment, community and society as interconnected.(29) In theory, the child is  a product of five systems surrounding them. For example: (57)
· Immediate environment (microsystem) - Family 
· Connections (mesosystem) - School 
· Exo-system (indirect environment) - Parent’s workplace or neighbourhood peer group 
· Social and cultural values (macro-system) - Belief systems 
· Changes over time (chronosystem) - Socio-economic status 
This approach can provide for a greater understanding of how illness (or disability) can cause disruption to a child’s environment and thus impact their wellbeing. After factoring in age and individual characteristics, the five spheres explain how a child copes or adapts. For example, social connections with peers are key for adolescents, while young children rely more on their immediate family.(8) Examples of family-centred supports for parents and siblings include respite, counselling, training around stress management and coping strategies.(58) Research has been conducted around taking an ecological approach to positive behaviour support for families of children with disabilities. This showed good outcomes in  terms of family functioning and quality of life.(58) However, assessment/intervention for these studies has tended to occur in university-based teams, rather than community-based disability services.(58) 
Ford et al. found that using an ecological approach requires an understanding of how childhood is constructed and how children relate to their wider community, particularly in the context of the global south.(8)
[bookmark: _Toc208565045]Child-centred care
The concept of CCC is like person-centred care (PCC), in that both focus on the goals, needs and wishes of the individual, whereas partnership between families, children and service providers is a core component of FCP. While PCC is used for long-term care for adults, especially around mental health or dementia, CCC is specific to children and young people. (59) 
Research has suggested that CCC may be a better framework for the support of children’s meaningful engagement within healthcare settings.(8) The concept is still in its infancy and has yet to be fully defined, with limited evidence as to its impact. However, a review  by Carter et al. found that CCC hinges upon how adults facilitate or constrain the agency, participation, decision-making and communication of children.  (60)
CCC has become more important in the context of human rights obligations under the UN Convention on the Rights of the Child, particularly Article 12 on the views of the child.(59,61) and Article 7 of the UNCRPD.(62) 
The benefits of CCC include children being heard and respected, with their voice at the centre of theory and practice.(59)  Under the CCC model, the needs of the child and their right to privacy and dignity are recognised. They are seen as a social agent with their own needs, with care plans developed around their perspective and preferences.(56) The child is included in information sharing and guided by adults, with the aim of increasing competence. Care takes place in the context of the family, but the child is the key agent in any partnership. (56)
Unfortunately, barriers to implementation exist, including attitudinal barriers and the need for competency assessments for children.(56)However, Ford asserts that competence should not be a limiting or fixed notion, but something that is subject to change over time, due to external factors. That is, the child’s interests must be the primary concern, regardless of their age or maturity.(8) CCC requires a new understanding of decision-making competence as a continuum which can vary across specific situations, rather than a general state of being.(56) 
In practice, this means involvement, eliciting the child’s perspectives, actively listening, hearing and responding to their views and preferences, building relationships and tailoring care to meet individual needs. Most important of all is that children have the time and space to participate.(56)
One paper highlighted the need for what was termed a child perspective and a child’s perspective. The former is when adults are mindful of a child’s needs. That is, understanding their rights and best interests, as well as their health status and stage of development. The latter refers to interacting directly with children, to find out their perspectives, experiences, perceptions and understanding of situations. This must be done first-hand whenever possible, rather than through a proxy, as an adult’s view of their child’s needs may differ considerably from the child’s personal and so could be flawed or inaccurate. (63)
[bookmark: _Toc208565046]Child and Family Centred Care  
The literature also explored the scope for integration of these two concepts. As seen above, the concept of FCP has extended and evolved over time, and this has been reflected in practice. For instance, in 2010 the Institute for Family Centred Care changed its name to the Institute for Patient and Family Centred Care (PFCC).(64) This change was underpinned by a new concept focused on respect and dignity, information sharing, participation and collaboration.(65)
A concept analysis of PFCC for children illustrates that its implementation requires among other things, readiness to participate and collaborate coupled with the competency and desire of health professionals to involve patients and families in care. With key attributes of partnership, communication, respect and compassion, PFCC can have a positive impact, including but not limited to, improving child outcomes and quality of life, as well as reducing mental health concerns for family members.(66).
It has been suggested that child and family-centred care (CFCC) is an extension of FCP, with the potential to better support a child’s agency and participation. However, this model needs to account for differences in implementation and uptake. As described above, parents also vary in their capacity to make decisions and/or wish to participate under this model. Gerlach states that there is a lack of information as to how CFCC is applied to children and families from diverse backgrounds, who are more likely to experience health inequalities.(67)
While there may be a disparity in views, there is also a power imbalance which exists between adults and children, due to factors of age and authority. To address this requires shared responsibility. That is, the child must be listened to, supported to share their views, they must be taken into account as the child engages in the decision-making process. Shared responsibility can be achieved through an approach which better allows for the child to participate in conjunction with their family. (63) 
Similarly, Foster calls for a synergy between FCP and CCC in CFCC. An integrated position suggests that a child is not a separate being, to be placed ahead of the family unit as a whole, nor should the family unit obscure the child’s needs. Instead, the two are inherently linked and this can be reflected in a fluid approach which accounts for on-going interaction from both perspectives.(68)
[bookmark: _Toc208565047]Limitations 
A key limitation of this paper is that it does not more thoroughly examine the views of children of family-centred practice. This review found only one paper which included the views of children, and none that looked specifically at this group. With the growing inclusion of children in research and evaluation, effective methods must be further used to capture their voices in relation to family-centred practice. 
[bookmark: _Toc208565048]Conclusion 
This paper provides an overview of the concept of family-centred practice. This is a widespread philosophy which Dempsey aptly describes as being in its adolescence.(32)
As described above, FCP is underpinned by the idea that families should be supported to be actively involved in decisions regarding their child’s care. The extent to which parents and service providers experience FCP can be measured using tools such as the MPOC. Parental satisfaction in this regard hinges upon several factors, including organisational culture. 
The successful implementation of FCP can be seen through different processes. Relational practices promote strong bonds which enable families and professionals to work together effectively. Participatory practices promote the engagement of families through skill development and empowerment. 
There are various barriers to the full realisation of FCP. These can occur at an organisational level, through administrative or policy issues. Though FCP strives to recognise the diversity of families, it must be acknowledged that vastly different circumstances can result in diminished capacity to take on responsibility. To that end, there needs to be clarity around the roles that families are willing/able to take on within FCP framework. Power dynamics and mismatched expectations can have a negative impact on FCP. Another challenge around FCP is the persistence of fragmented care, with service providers struggling to implement the philosophy consistently due to a lack of training, supervision, or resources. 
FCP has been associated with a variety of positive outcomes related to child development and behaviour, emotional wellbeing, parental competence and the achievement of therapeutic goals.  FCP can provide  both direct and indirect benefits, including improved parental self-efficacy and empowerment/control. As such, it certainly has the potential to increase the impact of interventions. 
However, parents had mixed views on FCP. In terms of family engagement and wellbeing, the literature demonstrated the importance of a collaborative approach. Families did not appreciate the shifting of responsibility for treatment irrespective of their needs or priorities. Families value positive attitudes, direct communication and the opportunity to build strong relationships with service providers. The literature also demonstrated the need to match the expectations of families and service providers. With regard to the model of service provision, families sought flexibility.  Misunderstanding may occur when a model of care shifts, this may be perceived as cost-cutting. Families experienced concern about the potential for their child’s care to become less individualised and many expressed a desire to continue 1:1 therapy.
As demonstrated by this review, there are a number of actions which would help to fully realise FCP within children’s disability services in Ireland. Service providers should  practice respect, empathy. Continuity of care should be provided to enable building of strong relationships, to foster open communication. Parents and staff should engage in a process of role negotiation, setting realistic expectations to ensure that FCP is experienced as a sharing, rather than a shifting of responsibility. Parents should be empowered when it comes to decision-making through participatory practices. A child’s  interests  should always be central to the decision-making process when implementing FCP. Adequate resources  should be made available to support  staff training, organisational change, and flexible service provision, as part of FCP. 
Critical analysis of FCP raises questions about the extent of service provider obligations to the whole family unit. There are also concerns around the tendency for children’s views to be secondary to those of their parents. Learning from alternative models and integrated models such as CCC or CFCC must be considered, especially in terms of a rights-based approach to children’s disability services.
This review found that families continue to experience barriers to the true implementation of FCP, with an apparent gap in theory versus practice. It is important to remember that no model is without flaws or implementation challenges. A delicate balance is needed to respond to individual needs, while being mindful of systemic factors. 
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