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Objectives.  Recent trials have produced optimistic results for family-focussed cognitive behavioural therapy (CBT) for Chronic Fatigue Syndrome (CFS) in young people.  This study sought to examine the under-researched question of the views and experiences of patients and families who take part. Design. Semi-structured interviews and qualitative analysis were chosen in order to address clients’ perspectives in depth. Methods. 16 young people and 16 parents who participated in a trial of CBT versus Psycho-education (PE) for CFS were interviewed. Key themes were discerned using inductive thematic analysis. Results. Most families had low expectations of a cure but hope for improvement.  Generally speaking, participants found both CBT and PE acceptable and helpful. Behavioural aspects of CBT (e.g. goal-setting, graded activity) were found helpful. The opportunity to gain support, recognition and validation was important.  Cognitive elements of therapy were sometimes deemed inappropriate and some felt emotional aspects of CFS were not adequately addressed. Participants were ambivalent towards the extent of family involvement. Negative experiences related to the therapy setting and feeling inappropriately labeled.  Most participants felt therapy was a stepping-stone towards normal life, although many felt recovery was incomplete.  Very few differences were found between themes from CBT and PE participants.  A notable exception was that every young person who experienced CBT described therapy as helpful, whereas the participants who strongly opposed the therapy approach had all experienced PE.  Conclusions. The detailed insights regarding families’ therapy experiences suggest areas of improvement for service delivery and topics for further investigation. 
Introduction
Patients with Chronic Fatigue Syndrome (CFS) have debilitating but unexplained severe fatigue and associated symptoms that are not the result of organic disease or ongoing exertion and are not alleviated by rest (Fukuda et al., 1994). Prevalence rates for CFS vary depending on setting, method and definitions, but estimates for adults in community and primary samples are in the region of .2–2.6% (Chalder & Garralda, 2005).  Although most research to date has looked at adult populations, CFS is increasingly recognized and treated in children (Chalder, Goodman, Wessely, Hotopf, & Meltzer, 2007; Rangel, Garralda, Hall, & Woodham, 2003). A recent UK study of a random population sample of 5-15 year olds found an incidence of 0.5% over a 4-6 month period (Rimes et al., 2007).
 
Disability and functional impairment are key aspects of CFS and most areas of children’s lives are affected (Chalder et al., 2007). Given that CFS is linked to absence from school (Patel, Smith, Chalder, & Wessely, 2003), restricted social and leisure activities, and a negative impact on peer and family relationships (Carter, Edwards, Kronenberger, Michalczyk, & Marshall, 1995; Rangel, Rapp, Levin, & Garralda, 1999), it poses a significant threat to a child’s healthy development. Therefore, fast-working, effective and acceptable interventions for childhood CFS are imperative.

The aetiology of CFS remains unknown and controversial (e.g. Richards, 2000). However, it is increasingly accepted that a complex interaction of physiological, cognitive, behavioural, affective and social factors are involved in its development and maintenance, and that relevant factors may differ between individual patients (Prins, van der Meer, & Bleijenberg, 2006). A number of cognitive and behavioural factors appear to perpetuate illness and impede recovery. These include inaccurate and unhelpful beliefs and illness perceptions, and ineffective coping behaviour (Fry & Martin, 1996; Moss-Morris, 1997; Surawy, Hackmann, Hawton, & Sharpe, 1995).  The role of such cognitive and behavioural factors in CFS are a promising starting point for Cognitive Behavioural Therapy (CBT) based interventions.  CBT employs specific techniques to challenge thoughts and change behaviour and aims to help patients to re-evaluate their understanding of their illness and adopt more effective coping behaviours (Chalder, Tong, & Deary, 2002; Clements, Sharpe, Simkin, Borrill, & Hawton, 1997; Sharpe et al., 1996).  

There is growing evidence that CBT for adults with CFS is effective in reducing disability, functional impairment, fatigue and other symptoms (Price, Mitchell, Tidy, & Hunot, 2008). It is also increasingly recognised that engagement with the patient’s family is of paramount importance in any therapy process (Association of Child Psychology and Psychiatry Working Group on Chronic Fatigue Syndrome, 1999; Brace, Smith, McCauley, & Sherry, 2000; Rangel et al., 1999; Richards, 2000; Schmaling, Smith, & Buchwald, 2000). Recently, promising results have been obtained from trials of CBT for adolescents and young people where treatment has focussed on the family as well as the individual (Chalder et al., 2002; Stulemeijer, de Jong, Fiselier, Hoogveld, & Bleijenberg, 2005). 


Despite some encouraging results for the efficacy of family-focused CBT for CFS in young people and adolescents its use in this population is a recent development and research in this area is still in its infancy.  A recent Cochrane review also highlighted the lack of data on acceptability of CBT in CFS (Price et al., 2008). This may be because most CBT research uses quantitative methodologies (e.g. treatment trials). Whilst trials provide data regarding treatment efficacy (i.e. outcome), they confer limited information about therapy experiences (i.e. process) and give scant regard to individual patients’ interpretation of events.  This limits opportunities to build understanding about interventions and refine them to better meet young people’s needs.  Inquiry into patients’ perceptions and experiences of interventions is particularly pertinent given current trends towards patient-centredness in the commissioning and provision of health care in the UK (Department of Health, 2000; Department of Health, 2003).  
Extant research on CFS patients’ treatment experiences is scarce. Although several studies of perceptions of general medical encounters have been conducted, (Ax, Gregg, & Jones, 1997; Cooper, 2007; Deale & Wessely, 2001) there is a paucity of qualitative research on psychological interventions. This is a particularly interesting area of investigation given the controversial and contested nature of CFS. CFS patients and CFS support groups often reject psychosocial explanations of their illness in favour of biological ones (Davidson & Pennebaker, 1997; Prins, Bleijenberg, Rouweler, Van Weel, & van der Meer, 2007) and thus may have skepticism or opposition towards psychological approaches to treatment.  

This study is an adjunct to a trial where adolescent attendees at King’s College Hospital, London, meeting criteria for CFS, were randomised to receive either family-focused CBT or Psycho-education (PE). Details of the interventions and the trial results are published elsewhere (Chalder, Husain, Deary, & Walwyn, in press). However, in summary the results of the trial showed that both interventions were effective in improving school attendance, fatigue, functional impairment and emotional and social responses. Patients and parents in both treatment groups tended to give positive ratings of improvement and satisfaction with therapy outcome, although there was a trend for CBT participants to rate their satisfaction more highly than those who had experienced PE.  However, this data was obtained from simple structured response questionnaire items, therefore providing minimal insight into subjective therapy experiences.  The current research aimed to explore in detail adolescent patients’ and their parents’ experience of both family-focussed CBT and PE for CFS.  The study aimed to elicit participants’ experiences in their own terms in order to better understand participants’ expectations, therapy experiences, and views regarding the effectiveness of their treatment. Our hopes were that themes derived from this research would provide insights that could help us to develop more effective and acceptable interventions for young people with CFS. 
Method
Participants
Approval for the conduct of this study was granted by the local NHS ethics committee.  Participants were recruited from the participants from the aforementioned CFS therapy trial at King’s College London around three years previously (Chalder et al., in press).  All trial participants and their parents were invited to participate unless they had stated during the trial that they wanted no further involvement in the research. Information and consent documents were posted to potential participants.  Out of the 46 young people invited to take part, 18 (39%) consented of which 16 were interviewed.  Out of the 46 sets of parents approached 16 (35%) consented, all of whom were subsequently interviewed. Typically just one parent volunteered.  However, where both parents were willing to participate the primary caregiver was chosen for interview.  The low rates of uptake for the interviews may reflect the therapy-interview time lag.  However, since not all potential participants gave reasons for declining to be interviewed it is not possible to determine this. Interestingly, of those who accounted for their non-participation, the most common reasons cited were lack of time or unwillingness to revisit a difficult period of their lives.  

The sample of young people consisted of ten females and six males, all White British. Ages ranged from 16 to 24 (mean = 19.9) and at the time of starting therapy they had been between 13 and 18.  Seven participants had received CBT and nine had received PE. As part of the trial the young people rated their improvement and satisfaction with therapy outcome post-therapy.  Seven participants rated themselves ‘very much better’, six ‘much better’, two ‘a little better’, and one ‘about the same’.  Eleven participants declared themselves ‘very satisfied’, four ‘moderately satisfied’, and one ‘neither satisfied or dissatisfied’.  The parental sample consisted of 14 mothers and 2 fathers, all White British.  Nine participants had been involved in the CBT and seven had experienced PE.  Eight rated their child as ‘very much better’, three as ‘much better’, two as ‘a little better’, and two as ‘about the same’.  Twelve participants declared themselves ‘very satisfied’, one ‘slightly satisfied’, one ‘neither satisfied or dissatisfied’, and one ‘slightly dissatisfied’ (data was missing for two parents and one parent supplied two ratings as she had two children in the therapy trial).  Comparisons of demographic data confirmed that the young people interviewed in this study reflected those who took part in the randomised controlled trial in terms of gender proportions (p=.309, Fisher’s exact test), ethnicity (all White British), age (t (75)=.917, p=.362), and good versus poor self ratings of improvement and satisfaction (p=.573, p=.357, Fisher’s exact test).
The Interviews

One researcher (LD) interviewed the young people, the other (RS) interviewed the parents. The interviewers had not met the participants previously, nor had they had any involvement in their therapeutic management.  Although we acknowledge that a qualitative analysis is inevitably a construction dependent on both participants and researchers perspectives, we took steps to focus our attention on the details of the interview transcripts, remain open to new ideas, and ground our findings in the data. Therefore, we attempted to reduce influences of biases from our pre-existing ideas about CBT and PE by conducting the interviews and subsequent thematic analysis with the researchers ‘blind’ to the treatment allocation of each participant, and indeed the overall randomised controlled trial (RCT) results.

Interviews were carried out by telephone. This method was chosen over face-to-face interviews since it was felt that participants may find a telephone interview more acceptable, given the lower level of commitment it required, and more flexibility for scheduling it offered. It was hoped that the anonymity provided by speaking to the interviewer on the telephone would be conducive to a more open and uninhibited account of therapy experiences. The interview schedule consisted of a series of broad open-ended questions and non-directive prompts (see Figure 1).  Participants were encouraged to talk about the issues they personally considered important and departures were made from the schedule and subjects spontaneously raised by participants were probed further. Thus, issues that the researchers had not initially considered, but that were salient to the participants, could be explored. Interviews typically lasted for around 30 minutes (shortest = 9.5, longest = 56), suggesting that most participants found the interview questions and procedure acceptable. Interviews were tape recorded and transcribed verbatim. 

Figure 1. Interview Schedule
1.  How were you feeling [FOR PARENTS- how your child was feeling] just before you started therapy?

2. Before starting therapy, what were you expecting from it?

3. What was the first session like for you?

4. Tell me about your later/further therapy sessions

5. I understand that your family was involved in the sessions. [FOR PARENTS- I understand you were involved in the sessions]. How did that go?

6. What aspects of the sessions did you think were helpful?

7. What aspects of the sessions did you think were less helpful?

8. Looking back, how do you feel about your experience of therapy overall?

9. Tell me about how you are feeling now? [FOR PARENTS- tell me about how your child is now]

10. Looking back, what are your thoughts about your illness? [FOR PARENTS- what are your thoughts about your child’s illness?]

11. Is there anything else you would like to tell me?

Analysis
An inductive thematic analysis of the data from both young people and parents commenced after completion of around half of the interviews and whilst further data collection was still continuing.  Audiotapes of interviews were listened to repeatedly and transcripts were reread in order to become immersed in the data. Next, transcripts were studied for common and salient themes. An initial coding manual was developed whereby each emerging theme was given a label, definition, and examples from the transcripts.  The coding manual was subsequently revised to incorporate more data as further transcripts became available.  

The coding process was iterative and involved the researchers moving between data and themes, refining definitions, adding themes, removing redundant themes, fusing together, clustering and linking themes, and altering the organisation and labels of themes. This process ensured that the themes fit with the interview data and ensured a balance between having a coherent and manageable number of themes whilst preserving the ability of the manual to describe the data. The method of constant comparison was used, whereby the researchers’ understanding of the text and descriptions of themes was continually checked against the raw data in order to ensure that themes were applied sensitively and as indicated by the data under study (Glaser & Strauss, 1967). Attention was also paid to identifying any exceptions to the themes.  The final coding manual was reviewed with the other members of the research team and then applied to the few remaining uncoded transcripts. This process was an important step for verifying the validity of the codes. Locations of each theme within the transcripts were then indexed.  Researchers were then ‘unblinded’ to whether each participant had experienced CBT or PE. Finally, patterns in theme occurrence within the transcripts were explored, including examination of differences in theme presence and context dependent on treatment group.

Results
The thematic analysis identified 30 minor themes from the young people’s interviews and 31 minor themes from the parents’ interviews that could be organized into three broad categories corresponding to our research interests:  1) pre-therapy ideas and expectations, 2) experiences of therapy, 3) perspectives on effectiveness. The large number of themes identified reflects the finding that although certain experiences and viewpoints were common, a wide variety of perspectives were expressed. It is beyond the scope of this paper to define and discuss all the minor themes that we identified.  The results section is structured according to the three main categories, and Tables 1, 2, and 3 summarise the themes and their organisation before the text proceeds to discuss and illustrate key (salient and/or common) findings within that category .  Quotations are identified by treatment experienced (CBT or PE) and by participant (YP= young person, P=parent).

Pre-therapy ideas and expectations
Table 1: Pre-therapy ideas and expectations

	
	Young People
	Parents



	Pre-therapy ideas and expectations
	Expectations

· Naivety, few expectations

· Therapy will tell me what to do

· Not a cure

Desperation for something to work

Hostility/anxieties

Possibilities & potential

· Recognition and validation

· Hope for helping

Influences from others

· Positivity

· Negativity
	Expectations

· Naivety, few expectations

· Expecting a set program

Desperation for any help

Possibilities & potential
· Therapy provides hope

· A form of support
Preference for child to receive CBT




It was clear from the interviews that in all cases, prior to attending therapy, attempts to manage the illness were proving  unsuccessful, and other people, including health professionals were failing to provide sufficient understanding, advice and support.  Desperation appeared to be a key motivator in the decision to take part in the therapy trial; after months or years of illness many had already tried various treatments and therapies without success (e.g. acupuncture, physiotherapy, herbal remedies and other psychological approaches). An absence of clear knowledge or expectations of what would be involved in therapy was typical of both children and parents. Many parents and children reported a willingness to try anything; taking part in the therapy trial offered hope.

I was willing to give anything a go at that point. If somebody had told me to 
take Smarties everyday I would’ve done it. (YP 7-PE).
Expectations about the extent to which the therapy might be beneficial varied widely.  Most participants did not expect a cure, but hoped for more modest benefits. However, a minority expected a revolutionary answer or the provision of didactic advice that would provide a magic cure if followed.  Some participants appeared to have trouble reconciling their desperation for a cure with a realistic optimism.

I wanted somebody to say “this is what you need to do to get better” and I 
know she couldn’t have done that and I know we can’t even do that now, 
and 
it was an unrealistic expectation in that respect but that was what I 
was 
desperate for. (YP 7- PE).
The young people also appeared to hope for benefits from the therapy other than symptom resolution; recognition and validation were crucial.

I wanted people to realise that there was something wrong with me ... on the 
outside there was nothing visibly wrong with me and I wanted recognition. 
(YP 7-PE).
Parents supported and encouraged engagement in therapy and were often responsible for initiating it.  For a few parents there was strong preference for their child to receive CBT rather than PE.  Positivity towards CBT was sometimes due to having personally researched the approach. For others, personal prior experience of CBT shaped this attitude. Although most young people seemed open-minded about participation in therapy, a few described prior hostility to participating. In most cases this was due to anxieties about encounters with health professionals, sometimes influenced by past negative experiences.   A couple of the young participants had gained negative impressions from about psychological treatments from others. One discussed having to cope with negativity from some members of her local patient support group when she decided to attend therapy.

We were getting, my parents as well, were getting flack from some quarters 
and we felt like we had betrayed the ME cause by trying to make something 
that would make my life easier. (YP 4-CBT).

Therapy experiences
Table 2: Therapy experiences

	
	Young people
	Parents



	Therapy experiences
	General impressions

· Informal chats rather than formal therapy
· Impressions of therapist- good and bad

Valued elements

· Acceptable/non-threatening

· Behavioural aspects were helpful

· Philosophy change on how to manage CFS

· Recognition and validation

· Just talking 
Problematic elements
· Feeling pigeonholed 
· ‘Psychological’ aspects 
· Strangeness of the setting

· Difficulty putting into practice

· Frustration and disagreement with approach
Inclusion of the family

· Providing emotional support/back up

· Helping with practicalities/implementing ideas from therapy

· Comfortable with family involvement

· Family involvement can be awkward


	General impressions

· Preference for collaborative approach
· Preference for more sessions
Valued elements

· Useful advice, a sensible approach
· Direction given
· Emotional support provided

· Acceptance provided
Problematic elements
· Inconvenient location

· Inappropriate and rigid agenda
· Difficulty trusting therapist

· Child found tasks physically difficult
· Reluctant to push child

· Children have differing levels of self-motivation
Inclusion of family
· Parent able to implement and encourage what was learned in therapy

· Separate sessions for child may have been beneficial

Understanding therapy rationale

· Parents understood theory
· Considered child to have lacked understanding of the theoretical approach

· Therapy lacked rationale and explanations


Most young people found the therapy sessions acceptable or even enjoyable; they were not as intimidating as expected. The therapist’s personality and interpersonal skills were important here.  Often, the young people did not perceive the sessions as a formal therapy, rather they were just a “chat”. On the other hand, parents seemed to pay more attention to the theory that underpinned the approach: an approach that they reported feeling able to relate to.  For the majority of both children and parents, the approach was deemed valuable. Techniques used in sessions were typically described as “common sense” and “practical advice”; often for the first time since the child had become ill.

I can’t emphasise how desperate people are.  And this is a sensible way to go 
while people do crystals and wheat grass and very far out alternative 
things. 
While I do think this has a type of legitimacy. (P 6-PE).
The behavioural aspects of the therapy emerged as being particularly valued and accepted by the young people who found these easy to “latch onto”. Help with setting goals for physical activity, and implementing sleep routines were frequently cited as the most useful aspects.  Indeed, this was often perceived as the key element in helping to combat CFS. For all young people, this approach was novel. Activity had previously been on an all-or-nothing basis; bursts of over-exertion or excessive rest.  Although young people ultimately found behavioural aspects of therapy useful, many struggled putting the advice into practice.  Tasks set were often initially very hard for the young people to achieve and parents found it challenging to watch their child push themselves. 

It was so hard to watch. She was so exhausted and not going to bed it was so 
painful (P 1-CBT).
In addition to valuing advice given and tasks set in the session, nearly all young people and parents emphasised that having somebody to talk to who was interested in and understood CFS was a key positive feature of therapy sessions. Recognition, validation and emotional support were almost always cited as important. These benefits were appreciated regardless of whether other aspects of the therapy were deemed useful.

That was what I needed to hear … I needed somebody who had an official title 
who was actually interested in what I was going through to actually say “you 
are not mad” (YP 9- PE).

But really I felt so kind of isolated and alone with it, that I think going through 
all that [the sessions] was a great support for me as much as anything else 
(P 4-PE).
In addition to the sessions functioning as support for the parent, young people felt that they needed their parent/s at the sessions for emotional support or “back-up” in this novel and daunting situation.  

Right at the beginning when I hadn’t met anybody and didn’t know 
where I was going and all those kinds of things, ummm, being quite young, 
being very ill, very worried. And I personally wouldn’t have coped very well 
if they had just invited me to go to somewhere. I needed my mum there. 
(YP 7-PE).
Young people and parents both felt family involvement was important so that parents could understand the approach and be involved practically by implementing advice and strategies and enforcing rules.  It was also important that parents were present to absorb the advice since young people often reported extreme fatigue during sessions.

It was helpful because then we could all help at home. So the fact that we 
knew about this treatment meant that we could help, support, remind. 
(P 5- CBT).
Most young people reported being comfortable talking about issues in front of their parents. Many referred to the fact that parents (particularly mothers) were intensely involved in their illness and its management so issues raised in the sessions were not new or surprising to them. Despite this, many young people, and a few parents, felt that there were certain situations where the young person should have been seen alone and some issues that would be better discussed separately.

I did wonder whether they should have spoken to her by herself. Because one 
of the things that happens with a sick child is they spend a lot of time at home. 
And there are a lot of other things going on and I just felt like there could be 
things going on that are of worry and whether friends like you etcetera that 
may not want to be said in front of parents. (P 1 -CBT).
In terms of unhelpful aspects of therapy, some parents felt the agenda during the sessions was too narrow and rigid and therefore unresponsive to families’ idiosyncratic issues. Several young people reported disliking what they called the “psychological” or “emotional” aspects, finding them irrelevant or inappropriate.

It was quite a lot thought based. Umm, I didn’t think that it, umm, the 
psychology, I didn’t really think that really helped me (YP 1-CBT).
 Some young people and parents also mentioned disliking feeling pigeonholed and subjected to generalisations.  In particular, several young people felt they were being wrongly categorised as somebody with mental rather than physical health problems. The questionnaires (e.g. anxiety and depression measures) administered as part of the RCT appeared to contribute to this perception. 

There were things like obviously related to other sort of conditions … it’s 
a 
bit kind of like, not offensive but like I think they think you have like 
several mental problems. (YP 8-CBT).
Furthermore, several young people and parents found the setting of the service within “Psychological Medicine” inappropriate, in some cases upsetting the patient or inducing hostility.

Well at first I was in, urr in shock because we went to the umm psychiatric 
part and I was 
like “oh my god they think I’m mad” and I was not happy at all 
really. I really was like a bit put off by that I have to say. Especially as I had 
so many people, relatives included, saying that it was all in your head, just get 
over it kind of thing, that when I sort of saw this ray of hope and then 
suddenly I was walking into the psychiatric unit I was like “oh they do think 
it’s in my head”. (YP 14-PE).
Other key criticisms of the therapy sessions related to more practical aspects.  The location of the therapy sessions (South London) was an issue. The travelling and the sessions themselves left the young people feeling drained and struggling to participate fully. Sometimes the effort was perceived to impact on their health over subsequent days. A few interviewees felt that the setting was not comfortable or welcoming and that aspects of the environment did not put them at ease. 

Finally, whilst most participants gave overall positive descriptions of their therapy experiences along with minor criticisms, a small minority described the therapy in very negative terms, displaying frustration and fundamental disagreement with the approach. This was a theme found only in those who had experienced PE. 

That’s a lovely idea but it doesn’t work like that, yeah. The point is 
there was a problem that stopped me doing things and Chronic Fatigue 
stopped me doing things it made me tired and it made me weak because of 
this and like…basically [the therapist would] just be going “do this”.  And two 
or three sessions in we got quite frustrated and just, why? It doesn’t work like 
that. (YP 6- PE).
Perspectives on effectiveness
Table 3: Perspectives on effectiveness

	
	Young people
	Parents



	Perspectives on effectiveness
	Extent of effectiveness

· Helped me get my life back

· Incomplete- not a cure

· Useless
Descriptions of current health 
· Ongoing limitations/remnants of CFS
· Moving on/living a normal life
	Extent of effectiveness

· It worked- a way of managing CFS symptoms

· Incomplete- not a cure
· It didn’t work- glad to have tried it

· It didn’t work- negative experience

Perceptions of child’s current health 

· 100% healthy
· Improved and continuing with normal life

· Ongoing symptoms

· Still perceives self as CFS sufferer


A wide range of views were expressed regarding the extent to which the therapy had been helpful. Although a minority were positively evangelical about the therapy received, a common theme was that the therapy was useful to some extent, the family was thankful for the help, but that improvements were modest; this was not a magic cure. That said, the theme that therapy was a principal factor in allowing patients to regain normality in lives was very common, especially within the CBT participants.  

I’m absolutely sure the CBT was probably the most important contributory 
factor to the recovery. (P 9-CBT).
The idea of therapy as a “starting block” on a gradual journey to recovery was often mentioned.

It gave me something to work with which is something I haven’t had since I 
was in school. 
And that was the absolute starting block of getting my life back 
and being able to live in any way because without that, once we had 
that, even if I could only do one thing in the
day because it was a bad day, 
y’know, without some kind of routine I wouldn’t have even been able to do 
that. And that’s the one that stayed with me. They helped rebuild that. (YP 4-
CBT).
Despite this positivity, a common theme was that the therapy was somehow incomplete and failed to tackle all aspects of the illness. “Psychological” and emotional aspects appeared to be one area perceived to be ineffectively addressed. 

It got us only so far, it was slightly limited. It was a little bit narrow in that 
it focused on one thing, but didn’t look at all the other factors. (P 5-CBT).
Participants described trying other treatments post-therapy (psychological and non-psychological), typically finding these useful in different ways and for different aspects of the illness, but usually complementary to the therapy received.  Sometimes other life changes were deemed necessary for further improvement; personal growth, learning, or maturity were mentioned as important factors.

Although most participants reported benefits from the therapy, the aforementioned minority of participants from the PE group who objected entirely to the approach felt the therapy overall was useless or even counter-productive. These individuals held strong preferences for physiological explanations of CFS and deemed physiological approaches more useful and relevant. 

But the thing is it was actually useless. It wasn’t even like something that 
might have helped. It was completely useless. (YP 6-PE).
Although this degree of negativity about the sessions was extremely rare, very few participants reported being 100% free from CFS at the time of interview.  The majority described experiencing ongoing symptoms and limitations on activities, and continued to see themselves as a CFS patient with certain vulnerabilities.

I don’t ever wanna go back there and I don’t ever want to push myself to the 
extent that I run the risk of going back there. Does that make sense? Umm, 
so y’know in essence I could do more shifts [at work] if I wanted y’know but I 
don’t. (YP 7-PE).
Nonetheless, all the young peoples’ health had dramatically improved post-therapy.

I’m actually getting to live a life. And the symptoms are more just part of that 
… now if I get them they just sort of run alongside and they are managed. 

(YP 4-CBT).


 Interestingly, most participants appeared to find the extent of improvement acceptable. Only a minority (and parents, rather than the young people themselves) felt the therapy was insufficiently successful and that a treatment that would provide a cure was still needed.

 Discussion 
For the most part, participants reported positive experiences of therapy sessions; they were found acceptable and deemed helpful. Participants had few preconceptions about what therapy would involve, typically approaching it as a last resort.  Most did not expect a magic cure, but hoped for some improvement. Participants tended to find the behavioural aspects of CBT sessions particularly useful.  Opportunities to talk, be supported, recognised and validated were also highly valued and the personal style of the therapist was important.  The young people tended to find cognitive aspects of CBT less helpful as they felt this was overemphasising the psychological nature of their condition.  Perceptions of being pigeonholed as someone with mental rather than physical health problems was a noteworthy issue.  For some families, exhaustion associated with travelling to and participating in the sessions was a significant problem. Others found elements of the setting disconcerting.  There were mixed feelings regarding parental involvement in therapy; although supportive and facilitative it could also be awkward and restrictive.  Interestingly, many participants felt the approach was somewhat incomplete. Although substantially better, many young people had some degree of continuing symptoms, fear of relapse, or still felt that CFS imposed limitations on their lives.  Surprisingly, differences between the CBT and PE groups were not very pronounced; on the whole both groups discussed similar issues. That said, the few participants who strongly objected to the therapy approach had all experienced PE.  In contrast, every young CBT participant stated therapy had facilitated their return to normal life.


This is the first study to use qualitative methods to gain in depth data about the experience of CBT and PE for CFS from a patient and families’ perspective. In line with the RCT (Chalder et al., in press) which demonstrated improvement and satisfaction in both treatment groups; most participants gave positive accounts of their therapy experience and reported substantial improvements. However, themes identified in this study complement this data by adding a rich, deep and descriptive perspective that quantitative measures cannot capture.  Some themes constitute new insights. Some echo findings from other CFS research, or studies of psychological interventions in other contexts.  
Links to existing empirical and theoretical literature


The finding of the value of non-specific elements of therapy fits well with recent research on other therapeutic interventions. The importance of being understood, listened to, and gaining emotional release emerged in studies of adolescents’ experiences of family therapy (Strickland-Clark, Campbell, & Rudi, 2000) and children’s views of mental health services (Day, Carey, & Surgenor, 2006).  The importance of the therapeutic relationship identified in this research has also been highlighted in many past studies, including those with children (Day et al., 2006).  
 The finding of mixed views regarding family involvement in therapy parallels previous qualitative studies of young people undergoing therapy for other problems or conditions (Day et al., 2006; Strickland-Clark et al., 2000).  The theme of ongoing limitations from CFS identified in this study corresponds to findings from therapy trials; though most CFS patients receiving CBT improve, some degree of ongoing fatigue is common (Sharpe et al., 1996). However, the current study gives further insight into how even patients who had a positive or successful therapy experience continue to fear relapse and feel limitations and vulnerability.
Themes within this study also resonate with a large body of theoretical sociological literature relating to experiences of living with medically unexplained or ‘contested’ illness, and the related concepts of delegitimation (e.g. Ware, 1992) and impact on self and identity. Travers and Lawler (2008) describe a ‘violated’, ‘struggling self’ whose suffering is largely unacknowledged by others and a protective ‘guardianship’ response concerned with self defense, and assuming the burden of proof.  The finding that the experience of recognition, validation and being listened to was deemed critical and of importance regardless of treatment effectiveness fits well with this literature. The resistance of the young people to obviously ‘psychological’ aspects of therapy, psychiatric settings, and psychological terms and labels also corresponds to literature concerning discrepancies between lay people and professionals regarding medically unexplained illness. Banks and Prior (2001) describe a ‘political struggle’ between CFS patients and health professionals to construct and frame the problem of CFS and its management. Consideration of the context of CFS and patients’ deligitimising experiences and invalidating encounters prior to entering psychological treatment are clearly relevant to understanding responses to psychological interventions.

Strengths and limitations of the study methodology


A number of features of the research give confidence that the results are an accurate and valid reflection of participants’ reported experiences. Thematic Analysis is a systematic and rigorous methodology and the steps taken in this study are transparent and described comprehensively.  An inductive approach to analysis of the transcripts was employed.  Thus, findings are grounded in the data rather than originating from existing research and theory.  The credibility of identified differences between the CBT and PE groups is enhanced by fact that the coding of transcripts was completed blind to participants’ treatment group. However, given the qualitative design and small sample size, formal tests of between-subjects differences are inappropriate and group differences should be regarded as tentative
 
We had aimed to continue interviewing until we had reached saturation, a point whereby further data collection would yield no further themes. In practice, the number of individuals volunteering to participate dictated when recruitment into the study ceased (15 young people, 15 parents). Nonetheless, by the last few interviews, significant repetition of concepts was occurring, suggesting ample sampling  

Although it is not usually appropriate to generalize qualitative findings beyond the group studied, it is useful to consider how participants in this study might differ from others undergoing therapy for CFS. Comparisons between the subgroup of participants in this study and the remaining participants in the wider RCT suggested the samples were similar in terms of demographics, and self-rated improvement and satisfaction.  However, participants in this study may be unlike CFS patients and families more generally. Having participated in a clinical trial and agreed to participate in further related research, the sample may be biased towards those with positive experiences of health professionals, and those who were willing and able to engage with psychological interventions. Nevertheless, the interviews produced a range of accounts, including descriptions of unhelpful therapy sessions. 

An important limitation of this research is its exclusive reliance on participants’ retrospective accounts of experiences, thoughts and feelings about therapy that was completed three years before the interviews took place. This time lag was unplanned (due to staffing and funding difficulties). However, one benefit was that participants provided information about a more extensive period of time than RCT follow-ups typically capture. All participants were able to articulate many aspects of their experience in detail, with evident conviction and emotion. However, some participants reported difficulties recalling some aspects of therapy sessions and it is important to keep in mind that accounts of therapy were subject to the influences of hindsight.  Furthermore, for the young people the time-span between therapy and interview usually coincided with the progression from adolescence to adulthood. Thus, some of the reflections may be product of maturity that would not have been present at the time of therapy. Given that reported experiences at the time of therapy may be different from those reported later it would be valuable for similar future research to interview participants before, during and shortly after therapy.
Finally, it is important to consider that data from qualitative research can be understood and interpreted in more than one way. Inevitably, the account presented here is somewhat shaped by the characteristics and perspectives of the researchers (health psychologists, CBT practitioners/researchers).  With this in mind, the findings should be taken as suggestive, thought-provoking themes rather than definitive facts.
Clinical and Research Implications

Despite these limitations and caveats, the insights gained from this research may be of particular interest to clinicians involved in designing, developing, or delivering interventions for CFS, particularly those aimed at young people. They may prompt or guide consideration of changes to therapy delivery to increase both effectiveness and acceptability to patients. The finding that travelling to therapy was a significant problem for participants demonstrates the importance of treatment accessibility and local availability or perhaps the use of telephone or webcam sessions. A pilot study of telephone CBT is currently underway.


Findings regarding ambivalence towards family involvement may prompt clinicians to reconsider the extent of family involvement in therapy, perhaps opting for some sessions alone with the young patient, or adapting the session format depending on individual differences and familial relationships.  The theme of feeling wrongly pigeonholed highlights the need for care to be taken in tailoring the therapy approach to the individual.  The research also highlights the sensitivity required to avoid offending patients with references to psychological disorders or illness aetiology.  The accounts given in this study suggest that straightforward measures such as the avoidance of psychiatric units as the therapy location might overcome some of these issues. Indeed, the CFS service in question has since changed setting.  The finding that patients appreciate positive characteristics of the therapist and place importance on non-specific aspects of therapy, reiterates the fundamental importance of the therapeutic alliance to the therapy process. 

The reported value and acceptability of the behavioural aspects relative to the cognitive aspects of sessions is important. Potentially the difficulty engaging with the cognitive aspects described by some patients could be due to age and maturity levels making it difficult to analyse personal thoughts at a meta-level. The finding that the cognitive elements provided were not deemed to be appropriate in conjunction with the finding that some patients felt that therapy failed to address the emotional impact of CFS suggests that a different approach to managing emotions may be needed.  Finding effective methods of addressing emotional aspects of CFS appears particularly important in light of recent research suggesting that engaging with and processing emotional material was the key predictor of successful psychotherapy outcome for adults with CFS (Godfrey, Chalder, Ridsdale, Seed, & Ogden, 2007). Furthermore, despite the dislike for the cognitive approach and the hostility towards being labelled as somebody with emotional or mental health difficulties that emerged from this study,  research confirms that a large proportion of  young people with CFS do have high rates of psychopathology, particularly anxiety and depression (Rangel et al., 2003). Ways of addressing these impairing difficulties in an acceptable and effective way need to be identified.

Finally, the finding that many patients felt therapy was incomplete and experienced ongoing symptoms and limitations post-therapy demonstrates that, from a patient’s perspective at least, neither therapy is a cure. On the one hand, it could be argued that therapists should seek to manage patients’ expectations by giving optimistic, but modest predictions of what these therapies can achieve. Others argue that one should strive for a cure rather than rehabilitation and that by aiming for less, therapists may be setting goals too low and depriving CFS patients of a potential cure (Prins et al., 2006).  It is currently unclear which approach is best. However, the finding that these patients do not consider either CBT or PE as received in the trial as a complete cure highlights the necessity for continued efforts to understand factors involved in the development and maintenance of CFS, and to further develop and refine therapeutic interventions that show encouraging results. 

Future research could elaborate on themes identified here. The finding that young people valued and felt able to engage with the behavioural aspects of the therapies as opposed to the more cognitive side may be worthy of further investigation. Research could address the particular issues and barriers associated with the ‘psychological’ aspects of the therapies and examine how this element could be made more accessible and engaging. Alternatively, research could empirically establish whether behavioural aspects of CBT actually contribute more to CFS patients’ objective outcomes. Given the similarities in outcome between CBT and PE treatment groups in the therapy trial, and this study’s finding that families placed great value on non-specific aspects of therapy, research exploring the crucial elements within the studied therapies would be of particular interest.  
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