Accessing a Hard to Reach Population: Reflections on Research with Young Carers in Ireland
Abstract:  In keeping with developments in children’s rights, research is increasingly including the views of children.  Accessing a hard to reach population of children can however raise significant ethical and methodological challenges for researchers.  Negotiating access through gatekeepers, securing parental consent and limits on confidentiality are central issues in the recruitment process of children.  This paper is based on a qualitative study of young carers in the Irish population.  It outlines the methodological approaches employed to access a representative sample of young carers and the measures taken to fulfill ethical obligations.  In the recruitment phase of the study researchers attempted to strike a balance between two sometimes competing requirements, the need to protect children from harm and to respect children’s competence.  This paper reflects on the success and limitations of the approaches adopted towards achieving this balance, exploring the use of gatekeepers as a method to identify and recruit a hidden population and revisiting the measures taken to comply with the ethical requirements of parental consent and limits on confidentiality. 
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1. Introduction
An emerging respect for the agency of children has resulted in a notable effort to include children as active participants as opposed to passive subjects of research.  This approach involves a commitment to respect the competence of children, both the competence to “make decisions about whether to participate in research” and also the competence “to provide valid sociological data” (Morrow and Richards, 1996: 98).  Adopting a participatory approach to research respects a child’s right to express their views in all matters affecting them as provided in Article 12 of the UN Convention on the Rights of the Child (UN CRC).  Twenty one years has now passed since the adoption of the UN CRC and its almost universal ratification underscores the international acceptance of its principles.  The general acceptance of children’s agency in international law is reflected in developments in social science.  The ‘new’ sociology of childhood conceptualises children as social actors and has equally been identified as a contributing factor to the increasing focus on children’s agency in research (Mason and Hood, in press).
In keeping with these developments a strong argument can be made that research, which is directly relevant to the lives of children, should seek to capture the views of those children.  Not only does this approach respect the right of children to have their views heard in matters affecting them, but also the participation of children can shed light on the reality of their lives and thereby better inform the development of legislation, policies and services. However, to be inclusive in this way is a key challenge for researchers (Masson, 2004: 45).  As noted by Masson, researchers cannot only include children who can be “readily contacted and are articulate” (ibid).  Efforts must also be made to recruit hard to reach populations.  It may understandably be thought that those with the greatest needs or exposed to the greatest risk are the most important group to involve in research which is to inform policy and service development.  However, these groups can often be the most difficult to access.  
A recent qualitative study on young carers in Ireland faced such challenges.  The study sought to capture the views of young carers in Ireland between the age of 5 and 17 to better understand how their caring role impacts on their lives.  The research was intended to provide an opportunity for young carers in Ireland to have their views heard and to inform future policy and service development.  Reflecting on the study, this paper aims to explore the ethical and methodological challenges of participatory research with a hard to reach population.  Firstly, and consistent with findings from research in Australia (Morrow, 2005) and the United Kingdom (Thomas et al., 2003), the paper identifies young carers as a hidden population.  Secondly, the paper outlines the process of accessing a sample of young carers for the purpose of undertaking empirical work with them.  During the recruitment process the research team relied on gatekeepers, sought written informed consent of both parents/guardians and young carers and also informed parents/guardians and participants that guarantees of confidentiality given to participants were limited by the research team’s child protection responsibilities.  While thereby potentially increasing the obstacles to recruitment and decreasing the likelihood of participation from the most marginalised young carers, this approach was in keeping with current ethical principles for research with children.  The discussion section of the paper reflects on these potential obstacles to accessing a hard to reach population, examining if there are alternative approaches, while mindful that the need to protect children from harm may take precedence even in circumstances where it limits the participation of children in research. 
2. Young Carers: An Invisible Population
Children may be considered hard to reach if their situation is sensitive and parents/guardians fear they will be considered “at risk” if public attention is drawn to it, or alternatively, when there is little awareness of this situation among the family or service providers.  For these reasons, it is widely reported that research on young carers must address the “invisibility” of this population (Thomas et al., 2003).  Previous empirical studies have established that much caring can be “covert” (Banks et al., 2002) or “hidden” (O’Connell et al., 2008; Gray et al., 2008).  The process of researching children and young people who are providing care for a family member can be complicated by a tendency on the part of the carer to avoid telling others about their situation (Banks et al., 2002: 230).  Young carers and their families may fear an invasion of privacy and that drawing attention to the family situation could result in a child protection intervention which would lead to the break-up of families (Banks et al., 2002; Frank and Slatcher, 2009; Roche and Tucker, 2003; Thomas et al., 2003; O’Connell et al., 2008).  Alternatively, there may be a lack of awareness and understanding among parents as to the implications of caring on their children (Morrow, 2005: 56).  Other studies report that young carers fear being bullied at school (Aldridge and Becker, 2003: 80-82) and don’t want to be identified as different (Morrow, 2005: 53). 
Moreover, young carers may not be identified due to a lack of awareness among service providers (O’Connell et al., 2008; Thomas et al., 2003; Office for Standards in Education, Children’s Services and Skills, 2009).  Morrow reports the anecdotal evidence that some heath care professionals have difficulties distinguishing between a young carer and a child who “just does things around the house” (2005: 73).  Aldridge and Becker note that providing care in the home is something “most if not all children are encouraged to do” (1999: 312-313); and some degree of caring and household responsibility is generally looked upon as a reciprocal part of family life and a “beneficial training ground for good citizenship” (Warren, 2007: 136).  As caring may be thought of as a “normal” part of a young person’s life within the family, which does not merit the significance associated with the label “young carer”, it is unsurprising if professionals remain unaware of the presence of young carers even where there is direct contact with the families in question.

Although the focus of the study outlined in this paper is on young carers, it is suggested that the methodological and ethical challenges and the lessons learned are applicable to similar research which endeavors to engage other hard to reach populations of children.  Previous participatory research with children and young people who had a parent or carer with HIV (Cree et al., 2002) and children and young people who have experienced domestic violence in the home (Hogan and O’Reilly, 2007) encountered similar obstacles. 
3. Access: Methodological and Ethical Issues
Access is considered to be one of the hardest stages of research with children and young people (Alderson, 1997; Moolchan and Mermelstein, 2002).  In the first instance the methodological approaches to be employed to make contact with the target group require careful consideration. Secondly, adherence to ethical guidelines raises the issue of parental consent and the consent of the child participants as well as respect for the limits of confidentiality.  These issues and the dilemmas encountered in addressing them will be considered in turn.
3.1 Recruitment Methods
The methods of recruitment employed in the study on young carers are outlined below.  What they help illustrate are the challenges the research team faced during the recruitment process and the pragmatic but principled solutions arrived at in the course of the study to address the issues encountered.  

From the outset the “invisibility” of young carers was a predominant concern.  Unlike in the United Kingdom and Australia, at the time of the research there was no legislation, policy or targeted services directly focusing on young carers in Ireland.  In consequence, families and service providers were unfamiliar with the term “young carers”.  It was therefore considered important to have a working definition of the target group so as to ensure that the research only engaged participants relevant to the objectives of the study.  Building on the work of Frank (2002), Gray et al. (2008) and Thomas et al. (2003), the research team proceeded with the following working definition of young carers: 

A young carer is a child or young person under 18 years whose life is affected in a significant way by the need to provide care for a family or household member who has an illness, disability, addiction or other care requirement. This may include a child or young person who provides direct personal care or who takes on a supportive role for the main carer. A young carer may carry out domestic tasks or may provide general, intimate or emotional care. These needs may arise on a regular or on an occasional basis. There is therefore a continuum of caring and as a result the service requirements of young cares will vary. It is important to differentiate between a level of caring that has largely positive consequences and a level of physical or emotional caring that impairs the child’s health, development or welfare.

As there were no targeted services for young carers, there was no sampling frame from which to draw a random sample of young carers in the Irish population.  In the United Kingdom, Young Carer Projects are well established as providers of support, advice and information to young carers.  Researchers have successfully recruited samples of young carers through contact with these Projects (Thomas et al., 2003).  However, there is no equivalent to Young Carers Projects in Ireland and, for the most part, young carers are not on the databases of carer professionals in the Health Service Executive (HSE) in Ireland or on the databases of carer organisations in the non-statutory sector.   

With no evident access point to approach young carers, the research team initially adopted a two-pronged approach to recruitment.  On the one hand self-referrals to the study were sought, while on the other hand gatekeepers were targeted to refer young carers to participate in the research.  In relation to the former, child- and youth-friendly posters and flyers were sent to all post-primary schools across Ireland and to a wide range of youth organisations, including youth information centres, youth cafés and family resource centres.  The posters and flyers were colourful with images depicting young people in a caring role centred on the wording “do you care?” They requested young carers interested in taking part in the study, of which details were provided, to contact the research team for further information by email, telephone or text message.  Both child as well as parental consent would then be sought.  Despite sending posters and flyers to over a thousand venues populated by children and young people nationwide, the information campaign generated only one referral.  This referral was as a result of a staff member in a family resource centre seeing a poster and bringing the study to the attention of a family with a young carer requesting their participation.  As there were no self-referrals to the study, the use of gatekeepers to recruit young carers became all the more pertinent. 

While the information campaign was under way, the research team began targeting potential gatekeepers, namely agency staff who may have come into contact with young carers through the provision of services.  The specific services targeted were dedicated to meeting the needs of adult carers in the Irish population, organisations with youth-specific remits and organisations working with families wherein there are specific needs, such as disability and substance abuse.  This purposive sampling approach was chosen to ensure “that those sampled are relevant to the research questions that are being posed” (Bryman, 2008: 415).  Given that it was the first nationwide qualitative study on young carers in the Irish population and a primary purpose of the study was to examine mechanisms through which young carers can be identified it followed that the initial approaches to service providers were at times exploratory.  In the absence of dedicated services for young carers, it was unclear which agencies, divisions or personnel would in fact be best suited to act as “gatekeepers” for young carers in Ireland.  

As was the case with a study in Wales adopting similar methods of recruitment (Thomas et al., 2003), this initial attempt to engage potential gatekeepers proved unsuccessful.  It soon emerged that the majority of agencies contacted, while broadly supportive of the aims and objectives of the research, were unable or unwilling to assist with the research and provide referrals.  For the most part service providers seemed to have no direct contact with or awareness of young carers.  The issue is “under the radar” for service providers, according to one HSE worker interviewed for the purpose of this study.  In total five young carers were accessed through gatekeepers in this phase of recruitment.  These were primarily referred to the study by the Carers Association, a non-statutory organisation that provides very limited services to young carers on an ad hoc basis.  

A radical review of the sampling and recruitment strategy was embarked upon.  The research team decided to expand its contacts with agencies, both statutory and non-statutory, in an effort to generate some of the referrals that were still required.  Most of those on the original list of contacts in the purposive sample were returned to again and, in addition, other contacts convenient to the research team were approached.  On many occasions, these initial contacts led to other contacts, and the sample snowballed.  There is a danger that purposive, convenience and snowball sampling will introduce bias, as the contacts made will be heavily influenced by the initial contacts and the suggestions they generated.  To address the potential for bias the research team consciously looked for balance.  In making further contacts, considerations included geographical spread and diversity in the range of agencies contacted.  In any case, the research team was aware that this information could not have been generated by any other means, given that this was partly an exploratory study to shed light on mechanisms for the identification of young carers.
In discussions with potential gatekeepers the researchers took the time to explain the concept of young carers, the nature and purpose of the research and its importance to this wider range of service providers.  Drawing on the study’s working definition, the researchers emphasised that they were interested to speak with young carers aged between 5 and 17 from across the spectrum of caring.  Suitable interview schedules for the different age ranges had been prepared.  In some instances frontline staff remained reluctant to raise the issue with the families of young carers, primarily the reasons provided were either a perceived social stigma or that the parents in question would not accept that their children were young carers.  In many cases however, despite initial reluctance caused largely by misunderstandings over what the term referred to, the service provider agreed to act as a gatekeeper and put time and effort into approaching young carers and their families.     

This second phase of recruitment was a vast improvement on the first, as a sample size of 26 was reached.  The time the research team spent building relationships and raising awareness about young carers as well as highlighting the importance of the research among gatekeepers was the single most influential factor explaining the attainment of referrals.  With this greater awareness, service providers became more likely to approach families on behalf of the study.  

3.2 Ethical Issues
When carrying out research with human subjects, whether or not they are children, a number of ethical guidelines apply.  Participation should be based on informed consent; information disclosed during data collection should be treated in a confidential manner; participants should not be exposed to unnecessary risks by researchers and also should be protected from harm; and finally the study design should be such that it is likely “to reach reliable conclusions with the smallest number of research participants/volunteers” (Irish Council for Bioethics, 2004: 16).  When carrying out research with children, seeking consent from parents/guardians is generally considered a pre-requisite of ethically-sound research practice.  This in effect creates another layer of gatekeepers, the parents/guardians of the children.  

Following an expression of interest to participate in the study, the next stage in the process involved efforts to obtain parental consent and the consent of young carers.  To increase the likelihood of agreement from all parties and to facilitate informed consent, time was taken to prepare both adult and child- and youth-friendly information sheets to accompany the consent forms.  These information sheets set out the aims of the study, details of the interview process, issues of confidentiality, and the intended use of the data collected.  While parental consent was not for the most part an issue with the families referred to the study it raises the question of potential sample bias.  It is probable that the service providers acting as gatekeepers only approached families where parents acknowledged the caring role of their child and their parents supported them in this role and thereby were more likely to consent.  
The recruitment process was further complicated by limits on confidentiality due to child protection obligations.  To build a relationship of trust between researcher and participant and encourage participants’ candour, including the candour of child participants, researchers provide assurances that information disclosed during the collection of data will be kept confidential.  In this way the researcher shows respect for the agency of the participating children both by treating their information as significant and also by guaranteeing that this information will be kept confidential.  However, there is one important exception.  In accordance with national child protection policy guidelines, if participants disclose information that raise child protection concerns, the researcher is obliged to report such concerns to the relevant authorities (Department of Health and Children, 1999).  In keeping with good practice, this limitation to confidentiality was clearly communicated to the young participants and their parents/guardians during the consent process. In the event there were no child protection concerns requiring such a response.  However, it was thought that the researcher’s obligations under child protection procedures may have led to the under-representation of the more vulnerable children in this population.  

For reasons of both limits on confidentiality and the need for parental consent, it was considered unlikely that the study would receive referrals from those children perceived as the most marginalised or vulnerable.  In a study undertaken in the United Kingdom, it was unanimously agreed by the 12 representatives interviewed from Young Carers Projects that young carers with parents who misused substances and/or had mental health issues were the most difficult to identify (Office for Standards in Education, Children’s Services and Skills, 2009).  In the present study, this was by and large the case despite the efforts of the research team to engage young carers from across the spectrum of caring circumstances.  The research team was of the view that the parents of such children would be unwilling to volunteer information about their home life or encourage outside interest in their family.  There were no referrals of young carers with parents who misused substances.  However, two siblings caring for a mother suffering from a mental health illness were recruited with the assistance of a social worker to secure the required parental consent.  One explanation for this may have been that the children in this case were in foster care already.  For that reason parental fears of a child protection intervention as a result of participating in the study were essentially removed.  The research team did speak to service providers working with families where the parent(s) had a drug or alcohol addiction and valuable information was gathered in this way about the experiences of children caring in these situations.  Nonetheless, it was not assumed that the service providers were acting as “proxies” for the young carers or that the use of proxies would be good practice.  The child should be heard directly where at all possible.

4. Discussion 
According to Veale, participatory research provides the individuals who are central to the research questions with the opportunity to inform the researcher of the realities of their life experience (2005: 253).  As set out above, when the target group is difficult to access, it can be a challenge to recruit the required individuals and to achieve a sample that will sufficiently capture the broad spectrum of views of those relevant to the research question.  In the study on young carers, the research team found that the requirements to protect children from harm and to respect children’s competence could come into conflict.  When this happened the researchers attempted to strike a balance between these two sometimes competing principles.  Reflections on the approaches adopted in this study in trying to maintain this balance, as well as an examination of the methods employed in similar research, are outlined below. 
4.1 Gatekeepers

It is not uncommon in social science research for children and young people to be contacted with the help of gatekeepers, usually the provider of a service to the family.  Nevertheless, it is argued that reliance on service providers as gatekeepers may further exacerbate power inequalities between service providers and disadvantaged and/or marginalized clients (Curtis et al., 2004; Freimuth and Mettget, 1990).  The use of service providers as gatekeepers therefore could potentially render the informed consent process meaningless (Curtis at al., 2004).  Others have noted the power of gatekeepers to “censor” children and young people by selecting which children to provide the researcher with access to (Masson, 2004: 46).  Gatekeepers may act in this way out of a wish to protect the young participants, even if this means silencing their voice or their actions may reflect assumptions about the competence of the young carers to participate.  However, the use of gatekeepers is often necessary for purely pragmatic reasons given the group in question are hard to reach.

This study found that, in a situation where there are no targeted services for the population being recruited and no readily identifiable points of contact to access the participants, directly approaching young carers to invite them to partake in the study was not an option available to the researchers.  Efforts were made to indirectly approach young carers by means of the nationwide information campaign.  However, no young carers availed of the opportunity to come forward and self-refer.  As a result, the researchers had to employ gatekeepers from a range of services to access the required population.  It should also be remembered that gatekeepers can have an important role to play in protecting children from harm.  Not all research is legitimate or methodologically and ethically sound.  As noted by Masson (2004: 46), “[r]esearchers should expect gatekeepers to test their motives for wanting access, and to act as a barrier for poorly thought out or potentially damaging research”.  In this study, the researchers had to take the time and effort to engage personally with a broad range of service providers, including frontline staff, to explain the merits of the study and build a relationship of trust.  
4.2 Parental Consent

The imperative to balance on the one hand the need to respect children as agents in their own right with on the other hand the duty to protect participants from harm and exploitation is central to the issue of parental consent.  For the most part securing parental consent for well thought out research won’t be an issue for either parent or child and, as there is good reason for working in partnership with parents/guardians, the requirement of parental consent should be viewed in a positive light.  Working in partnership with parents/guardians is an important safeguard to protect children from harm.  Furthermore, in accordance with Article 5 of the UN CRC, it respects the right and duty of parents to provide appropriate direction and guidance to the child in the exercise of their rights.  
However, recent debate has led some to conclude that Research Ethics Committees are placing unrealistic demands on researchers due to the prevailing perception that children are “vulnerable” and need to be protected from unprincipled and opportunistic (“barbarian”) researchers (Carter, 2009).  It is argued that the ethical demands to protect children from harm should be less onerous and this would create more opportunities for the participation of children in research and in doing so better respect the agency of children (ibid.; Valentine et al., 2001).  It is considered that children are perfectly capable of consenting to their own participation and, if researchers are not required to obtain the consent of parents/guardians, the recruitment of “vulnerable” participants would be made less difficult (Valentine et al., 2001; Cocks, 2006).  

These arguments are particularly pertinent when children reach adolescence and/or when the research subject is of a sensitive nature.  The recognition in Article 5 of the UN CRC of the responsibility of parents to provide appropriate direction and guidance to the child in the exercise of their rights is qualified with the wording “in a manner consistent with the evolving capacities of the child”.  There are strong grounds under Article 5 and elsewhere to argue that, as children become more competent, greater weight should be given to the right of children to have their views heard and less importance attached to obtaining parental consent.  Masson (2004) suggests that when children are sufficiently competent to understand the impact of participating in research it may be more ethical to act on their consent than to require parental consent.  In the research upon which this paper is based, all of the participants were taking on caring responsibilities and in some cases they were the primary carer in the household and/or close to the age of maturity.  Yet under current ethical guidelines they were not deemed old enough and/or capable enough to participate in the research in the absence of parental consent.  Although the research team were of the view that such young people clearly had the competence needed for participation in research, whether or not they had the capacity to consent to participation without parental consent was a separate issue.   
Diminishing parental control as children reach adolescence is reflected in the laws governing other aspects of young people’s lives.  In Ireland for example, under the Non-Fatal Offences Against the Person Act, 1997 a minor who has reached the age of 16 can consent to any medical treatment; it is not necessary to also obtain parental consent.  In the United Kingdom age is not a determining factor.  The landmark case in 1985, Gillick v West Norfolk and Wisbech A.H.A, held that once children reach a sufficient understanding and intelligence they can consent to medical treatment independently of their parents.  

In the context of research, it is not so clear cut.  Although the guidance received from the Research Ethics Committee at NUI Galway was that both parental and child consent was required from all participants under the age of 18, it was recently reported that in the absence of clear ethical guidelines and a lack of clarity around the legal requirements in Ireland, many Research Ethics Committees are uncertain about the issue of adolescent consent (Felzmann et al., 2010).  As a result, the study on young carers made no distinction between younger children and older adolescents in the 16-18 age bracket or otherwise.  The research team obtained the consent of both the young participants and their parents/guardians prior to conducting the interviews.  An additional factor was the study’s reliance on gatekeepers who were for the most part providing a service to the family, as opposed to the young carer themselves.  Given that access to the young carer in these situations was mediated through the family, parental consent was effectively a pre-requisite to access even prior to consent being secured to participate in the study. 
On reflection, the requirement of parental consent in all likelihood excluded the more marginalised young carers from participation in the research.  Parental consent is unlikely in a situation where a child has taken on a caring role because of a parent’s/guardian’s alcohol or drug addiction.  As detailed above, only a limited number of young carers in very vulnerable situations participated in the study.  Flexibility on the requirement to secure parental consent, in circumstances where a young person has sufficient maturity and the capacity to consent to research and is fully aware of the implications of their decision, could have opened the door to providing some of the most marginalised young carers with the opportunity to have their views heard.  In particular, this could have been the case in a situation where it was not necessary to mediate access through the family.  As well as maximizing participation, from a research perspective waiving the need for parental consent also minimizes sample bias (Moolchan and Mermelstein, 2002). 
While not used in this study, innovative online methods may be an alternative and effective way of maximising participation in research.  Email communication and social media forums such as blogs and Facebook are popular mediums of communication among children and young people.  Clear ethical guidelines around accessing children by means of online methods could assist researchers to utilize these methods to further facilitate communication with hard to reach populations for the purpose of research.  However, as Hill (2008:79-80) cautions researchers must also be mindful that not all children may have access to computers, be competent in computer-based activity or favour it as a method of consulting them about their views.  In any case, the question of whether or not and in what circumstances parental consent is still necessary for the participation of children in such research is still an issue as the use of innovative technologies does not by itself resolve the tensions and conflicts discussed above. 

4.3 Limits to Confidentiality

Issues around confidentiality present a further barrier to participation in research.  Fears that researchers will disclose information about the family situation may make children more reticent and the more vulnerable the situation of the child the more likely this will be the case.  Placing limits on confidentiality has been questioned on methodological and ethical grounds.  It has been claimed that, if we respect children’s autonomy, we should “allow space” for “children’s own strategies for dealing with difficulties based on their own knowledge and experience” (Thomas and O’Kane, 1998: 340).  For that reason, in their study of children looked after by local authorities, Thomas and O’Kane did not regard themselves “as bound by institutional requirements to pass on any suspicion of abuse to specified people”, as such a rule “would be an inappropriate intrusion into the relationship between researcher and subject” (ibid.).  The authors did however acknowledge as researchers their “responsibility to support the child in telling someone who was in a position to do something about it [the disclosure]” (ibid.).  
In contrast it could be argued that “the relationship between researcher and subject” involves many ethical responsibilities on the part of the adult researcher and they include the duty to report information which raises child protection concerns.  “Researchers need to recognise their moral obligations as adults to protect children at risk even when this may mean losing access to, or the trust of, the children concerned if they do intervene” (Morrow and Richards, 1996: 98).  It is also questionable whether the approach adopted by Thomas and O’Kane in 1998 would be acceptable today given the more recent emphasis on compliance with child protection procedures.  Mandatory reporting has now been legislated for in jurisdictions, such as, Australia, Sweden and the United State, whereby researchers are legally bound to report child protection concerns. 
While adherence to the limits on confidentiality may on occasion stand in the way of children’s participation and/or their candour, the appropriate balance between facilitating children’s participation and protecting children from harm must be maintained.  Also given that the researchers in this study were reliant on gatekeepers, both service providers and the participant’s parents/guardians, it is thought that adherence to the highest ethical standards was necessary to ensure the continued co-operation of those central to the recruitment process.  However, what is crucially important is that the limits on confidentiality must be clearly communicated in child- and youth-friendly language to empower the research participants to make an informed decision about the information they choose to disclose.  Failure to do so can lead to a betrayal of the child’s trust and jeopardise future participatory research. 
Despite the challenges facing the researchers the recruitment process was for the most part relatively successful.  Nevertheless, it remained a time consuming, lengthy and unpredictable process.  As well as the ethical and methodological issues facing the researchers, this was the case as the factors which contribute to the hidden nature of caring still remained.  There is no one reason why young carers remain hidden.  Contributing factors include, perceived social stigma surrounding the caring itself or the illness and disability in question, little or no services being provided to young carers “as carers”, and a lack of awareness among service providers, young carers and their parents.  Addressing the challenges that contribute to the hidden nature of caring and thereby facilitating greater access to young carers requires longer term approaches.  The study identified awareness raising campaigns and the provision of services, to provide a safe and accessible way for young carers to come forward, as the longer term responses required to address these factors and facilitate future access.  
5. Conclusion

In conclusion, while the move to include children and young people in research and policy initiatives that directly affect them is a positive one, both for the realisation of children’s rights and the generation of evidence-based services and policies, it has given rise to additional challenges for researchers.  As researchers are often interested in finding out about the service needs of the most marginalised in society and those who are not receiving any services,  difficulties with access and recruitment of the targeted population will inevitably arise.  When the research participants are children, a distinct set of ethical obligations apply and the research generally requires the negotiation of two stages of gatekeepers: the service providers best placed to identify the target group and the participant’s parents/guardians.  Yet when the research topic is of a sensitive nature gatekeepers often have reasons to refuse access due to the intrusion on private family life and in some case the fear of a child protection intervention, particularly in light of the limitations on confidentiality.  
This paper has attempted to outline the methodological and ethical approaches employed to work through the dilemmas faced by the researchers in recruiting a sample of young carers from the Irish population.  We do not claim to have all the answers to these dilemmas, there were gains and losses in terms of the approaches used.  Nevertheless transferable learning did accrue.  Despite the recruitment phase being a lengthy and difficult process, it is an essential one if researchers are to uncover the reality of the lives of hard to reach children and equally respect their right to have their views heard in matters which directly affect them. 
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