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Abstract

A review of the Iiter_ature ,cqncerning young‘ people’'s experiences of a
diagnosis of AD/HD was cohducted.. The review first examines .the
experiences of adults with a diagneses of mental disorders and the related
topics of stigme and labelling are considered; before focussing on the

experiences of young people with a diagnosis of AD/HD. The utility and

- validity of the existing literature is discussed, in addition to future directions for

research. This is followed by an empirical paper describing a study examining

the experiences of a g’foup of young people with a diagnosis of AD/HD. Ten

‘participants were interviewed and the data gathered were analysed using

techniques from Grounded Theory. A model of these experiences, generated
from the data, is given. The results of the study are discussed in relation to
existing research, the clinical implications thereof, and directions for future

research. The limitations of the study are also examined.
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. HOW DO CHILDREN AND ADOLESCENTS EXPERIENCE A
LABEL OF AD/HD? A REVIEW OF THE LITERATURE

The ‘British Journal of Clinical Psychology’ was used as a guide during the: -

preparation of this literature review (See Appendix 1)
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i. Abstract

The literature review disc’ussee the experiences of 'young people with a
diagnesis_ of AD/HD. .Given the paucity of research in this field, tﬁe review first
examines the e*periences of adults,with diagAneses of mental disorders, and |
tﬁe related topics of experiences of stigma and discrirhination within this
population. The review then describee AD/HD and examines some of the
Iiterafture regarding the attitudes of peers and family_towarde young people
with the diagnosis, bvefore' reVieWing the existing qualitative studies
investigating the experiences of the individu'als who have received a diagnosis
of AD/HD. Finally, directions for future reseefch'ihto experi‘ences' of living with
mental .} health disobrders,}v and the clinicel relevance of such research are

discussed.




How do children and ado_lescents_ experience a label of

AD/HD? A review of the literature

1. Aims of the review'

This review will explore children-and edelescent.s"experiences of living with a
label of AD/HD, and how_this might impect upon their lives »and those around
them. ‘Understanding how young people experience living with this label is
important, given fhe increasing numbers of young people'being .gi'ven the
- diagnosis and attending services for problems attributed to AD/HD. leen the
paumty of I|terature in this area, the review quI first examlne the more
prevalent literature concernlng adults expenencee of recewmg mental health |
d»iagnose's. THe maijority of this limited fie’ld“focuses upon expefiences of
| stigme and discrimination in adults with a diagnosis of a mental disorder,
- therefore the review will first define mental d'iserder and then describe stigrha,
before turning to adults’ eXperiences of stjgma and mental disorder. The
literature exploring aduits’ mere general e‘xberiences of mental disorder will
then be examined, before concluding w:th the hterature discussing the

expenences of chlldren and. adolescents wnth a dxagnosns of AD/HD

1.1 Search Strategies

To COndu.c:t'this= review o’f.peer'_ reviewed studi'eev searches ‘were conducted
,L.lsing computer-based databases- including Psychinfo, “PubMed, Web of
-Knowledge,. Embase and the 'Briti'sh Nursing Index, in addition to Internet

search engines, such as Google. The folloWing key words were used: Adults;

10




Children; Adolescents; Young Pe_ople; Mentel Health; Mental Disorder; Self-
pérception; vE-xperiences; ’Perception; Stigma; Discrimination; Labeling;
Diagnosis; AD/HD; :Attention-Deficit / va'peractivity Disorder; ADD;
Hyperkinesis; Attention Deficit Dieorder; F’sychiatric; CAMHS; interviews;
depression; anxiety; panic; eeting-disorders;_ OCD; psychosis; schizophrenia;

conduct disorder; oppositional defiant disorder; and developmental disorder.

The Iiteratufe searches produced a Iarge,numb'er of papers. This number was
scale’d down for {he_‘burpose of. the current review, by cross-refe‘rencing :th.e‘
articles, to find the.moiet widely cited, andvthose_deevmed most impertant within
| {he field; and by relevance to the question being vdiscu‘seed‘ — i.e. papers that
examine experiences of_ mentei disorder, in par‘tic»ulaAr qualitative papers, and
those looking at children andvadolescents’v experiences Qf diagnoses of mental

disorders.

In terms of how children and adolescents experience their diagnosis of
AD/HD, only two studies were feund that invited young people to discuss the

diagnosis in interviews, which were analysed using qualitative methods.

2, Menfal disordefs,

2.1 Diagnosis in mental health

People acting in’ways’. hot regarded as }‘normal’ by the s.eciety in which they
I'iye have been documented almost as far back as reeorde of 'human

behaviour; and were previously described as ‘madness’ or other such terms

11




(Hor_Witz, 2002.).. These _descript'i'ons were reserved for people With’ the most
I'eXtrem'e behaviours. vv‘vFormal}’ diagnoses in mentalt health have only existed,
inva similar form to that yvhich we vcurrehtly use, since the late t9“‘ .(Century |
, (Horwntz 2002) At that tlme there were two terms used to ctassrfy patrents
‘dementla praecox (now known -as schrzophrema) and depressron it was
'_not unt|I Sigmund Freud changed the way in WhICh mental illness was
conceptuahse_d th'at more term_s were or_eated, w:denlngthe range of potential

diagnoses (Horwitz, 2002).

The classmcatron of drfferent clusters of abnormal behavuours contlnued to_
f grow throughout the 20th Century They ‘were descrlbed in manuals such as
the Dlagnostlc and Statlstlcal Manual (DSM) which enabled psychlatnsts to
give an approprrate dlagn03|s to the range of behavrours were presented to
.the_m. These*manuats continue. to be _.updyated wtth the addition of new
disorders/diagnoses'and older ones be}ving changed or removed. the current
~ version cohtaihs some 400 dietinot- diagnoses for d'ifferent .vclu.s}_te_rs' of

‘abnormal behaviours (Horwitz, 2002).

Mental dlsorders are defmed in the Iatest edltlon of the DSM (DSM -IV; APA

1994) as being,

| ““conceptualized: .as va_i_clin'_ically " signifioant' behavioral [sic] or
-+ psychological syndrome or pattern that oceurs in an individual and that

is associated with preeent- 'di'stress _(e.g';; a paiynful symptom) or

12




disability (i.e. impairment in one or more important areas of functiohing)
~or with a significantly. increased risk of vsuffevring death, pain, disability,
~oran important loss of freedom. In addition, this syndrome must not be

“merely-an expected and culturally sanctioned r_espo_nse to a particular

_event. Neither deviant behavior (e.g. political, religious, or sexual), nor-

“conflicts - that are -primarily between the individual and society are.

- mental disorders unless the deviance or conflict is a symptom of a

- dysfunction in the individual, as described above” (APA, 1994; p. xxi). .

There is much controversy about the validity of diagnoses in mental health

and thi_s“ debate is too _Iarg_e an _a‘r'ea to be covered here. 'HoweVer, a brief

summary of the debates regarding the Utility of diagnoses wi" now be

considered.

2.2 The utility of'diagnosis in mental -health

Whilst some think diagnoses are potentially,harmful as they_ may lead people
to vbecomé stigmatised (see below), these categories andvlabels are regarded
by chérs as being useful for é ﬁumber of revason_s.» ‘Kendall and J_ablensky
(2_003) argue that 'al‘thoug.h psychiatric diagngse_s may not have rigorous

_\/alidity, they are a useful tool for both patient and therapist:

_ “Diagnostic}categoriés can provide invaluable information about the
Iikeiihood‘ of future recovery, relapse, deterioration, and social

g handi.cap; and they provide a wealth of information about similar

13




patients encountered in clinical popﬁlations or community surveys

- throughout  the w_o.rld,  — theif fréquénby' and demographic
. characterisfics, their family backgrounds‘_andg premorbid p.érs_ohalities,
- their symvpt_o‘m profiles and evolution over time; the results of :clinical
trials of ~s_everal alternatiVe.therapies;,' and ,res_e‘a‘rch..on the_ aetiqlogy_~ of

the syndrome”-(Kendall & Jablensky, 2003; pp. 9— 10)

Diagnosis provi_des important informatibn to the fherapist and the indiv.iduél,
gUidiﬁg«' options for evidence-based'treatment and theif,"i‘mplications for the |
individua_l. Diagvn'osis‘ also afds .éommunicatioh_ bétwee_n professionals and
| client-support groups, p_roViding a mean's}for comfhdn,understanding‘wifhout
necéésitating a' long description’ of an i’ndi.vidAUaI’s "-difficultvies (Ke_ndafl &

Jablensky, 2003).

3. Stigma

I'n his 1963 book, the _sociologistE_rVing Goffman stated that the word ‘stigma’
vor‘igi'na'tes. from. Ancien_t Greece, where the term was used to describe the
symbbls cut or .burned onto a be.rson’s. bddy indi_catin.{gI that ‘there_ was
somethihg “bad or,uhus:UaI about the ‘mdral status of the.signifier” ('G_offman;
1963, p. 11). Thes_é_marks woul_d tell other pebple that the bearer “shbuld be

avoided, especially in p’ublicvs'paces” (Goffman, 1‘963, p.11). . |

Porter (2004) summarised Goffman’s conclusions, stating:

14




“Stigmafis_ing involves vp‘rojecting onto an individual o group judgments
about what is inferior, repugnant or disgraceful. . It translates disgust
- - into the disgusting, apprehension of d_ahger int'o.th_e‘ dangerous. It is |
thus the__cr_ve,ét‘io‘n'of spoiled identity: first it s_ingles out d‘ifference, next it
palls it _infériority, and finally blémes thbse who are differen__t for their

otherness” (p. 4).

Stigma 'vhés. long -been associated with _rﬁental vdisorders, as pe_opl.e with
me’ntal_disorders have often been vieWe’d as dif_fe.rent,_unpredictable and
_i_nferior.. - These perceptions have beeh réc_orded fhroughout hiétory and if
would not be possiblé t.o, describe all accounts __of stigma a_ttéched fo mental

disorders here.

The questioh of whether it is the diagnosis or the individual;s behaviour tﬁat ié
stigmatising has long been debate_d,in the liter‘ature (e.g. Rosenhan, 1973;
Sartorius, 2002; Li.nk, Cullen, Frank & Wozniak, 1987§ Bro;:kelman,_ Oln__ey, &
Williams;_2002) and, again, the topic is too large to cover within the scoéé of

this review. .

4. Atﬁtude_s-toWards people with mental_disorders__‘ _
In considering how being given-a label of mental disorder is experienced, it is
imponant tb examine the a_ttitud'esvof others towards people with. a r_neh_tal '

health diagnosis.
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A survey conducted with approximately 1500 members of the Br‘itish. public by
the Royal College of Psychiatrists investigated attitudes. towards oeople-with a
range o.f'mentabl disorders (Gelider, 2004). - The survey asked a number of
 questions for seven: different mental disorders; = severe ,depression,
schizophre'nia, dementia,..panic attacks, eating disorder (unspecified), aloohol
addiction and drug addicti'on.,} Thé guestions related‘to"the_foIIOWIng areas of
.inte’rest: perceptions of dangérousness; ‘percéptions of predictability in the
'individusl’s behaviour; how ‘ha_fd’ they may - be to talk to; whether the
individual is to _blame’ for their condition; and whethe'}r'they could ‘pull

themselves together’ should they:w.a_nt to.

The findings of the survey showed that attitudes varied widely, depending on

the disorder/diagnosis -that was being discussed. For exah1ple71% of

participants viewed a v'pv_ersonv with schizophrenia as ‘dangerous’, compared
with 7% for a person with vavn .'eating' disorder. Those with addictions were also
highly rated as dange__rou’s, with 74% believing people with a drug vaddiétion to

be dangerous (Gelder, 2004).

The bellef that people W|th mental disorders “had themselves to blame for
their condutlon was most commonly held towards people with addictions (68%
for drugs and 60% for aIcohoI) For severe depressnon schlzophrema
' dementla and panic attacks Iess than 15% of participants thought that they

’were responsible for their condition. 35% of respondents tho_ught that people

with eating disorders were to blame for their condition [Gelder, 2004f. A |
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similar pattern was found for beliefs about whether people with mental
disorders could ‘pull themselves together if they wanted to’. Percentages
were Iowest for _sc_hizophrenia and dementia (four and eight percent
respectively) and again, highest for thevaddi_ctions, followed by eating

disorders (Gelder, 2004).

A 2002 study (Mukherjee, Fialho, Wiieturrge, Checinski, & Surgenor, 2002),
examining the attitudes of 520 doctors and medica.l'students towards people
v i/vith a mental disorder found that Whilstvo‘ver_5(v)% of respondents thought th_at
patients i/vith sehizophrenia, drug 'eddiction and _valcohoi problems were
dangerous a.nd unp‘redictabie,'-these beliefs yéried by disorder. A similar
number of participarits thought that people with dementia, depression and

. schizophrenia were ‘difficult to talk to’. The méjority of the participants did not

- feel that the individuals were to blame for their ‘dangerousness’ nor their

communication difficulties; rather they attributed these characteristics to the

nature of their disorders. -

In another study of. over 2000 psychiatrists’ attitudes towards people with
mental disorders (Kingdon, Shérma, & -i-iart, :2‘()04)' 59% of the respondents
| thought-that less emphas,is should be placed on ‘p_ublic protectiqn from ‘peOple
 with mental disorders. However, 28%-diSagreed .-and,thought»that_more
emphasis should be given to this issue. Further, 92% of the sample thought
that people with a mental disorder were"far'less'ovf a danger’ than the general

public think they are, with ,only’ 2% disagreeing.
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A US study (Vén ‘Dorn, Swanson, _Elbogeh & Swartz, 2005) set out to
combafe:Stigmatising attitu‘dés of different groups of people who‘might come
.ihto- contact with 'indi.vid_uvals with sch_izdphre_nia, :against each otﬁer; and
| members of the _general public.. 241 people_wer‘e_v recruited to the study;
members‘ of the gener‘al‘ public (n=59), mentél healfh professfonalé (h_f-=85);
peoplé wit_h‘ adiagrio_s_is of schizophre,ni‘a. (n=104), and -rel_étives.: of peoble with
d‘ia_gn.c';sed:_schizo‘phren_ia- (n=83)." Van Dorn and c‘olleagues’ (Van Dorn;
Swanson, EIb__ern & S_.wartz,-2005) found th_at_.t'h}e only significant:différen‘ce
' bétween members of the general public and thbse who h_ave»had contact with.

a diagnosis of schizophrenia was in their understanding of the causes of

mental disorders. The gr0up with the most negative views of schizophrenia

and people with Schizophrénia were the patients themselves, although the

' differences between the groups were not statistically significant.

- Cowan (2003) suggested that thé public’s negative and stigmatising attitudes

towards people with mental disorders mean that communities have a ‘not in

my back yard’ (‘NIMBY’) approach to the,develop‘men_t_vof mentai h_ealfh

services. -Cowan stated that “In part, NIMBYism occurs as a result Qf the
negative attitudes held b:y the comrﬁuhity toWa'rds people with mehtai health
probléms” (CoWan, 2003, p. 380). In addition, Cowan‘_ (2003) stated that
, vwhi!st preVicv)u_s.' research suggested that the public are willing to a.cc,ept‘p.eople
with mental disorders into their communities, thesé attitudeé are not borne out

in practice.
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To address the methodological problems in earlier research, Cowan (2003)
investigated members of a Scottish publlc’s reaction to the creation of mental
~health seryices 'w_ithin their oommunity, using qualitatiye methods, to explore
the issue of ‘NlMBYism’ and attltudes_toWards_ mental health. vCowan. (2003)
employe_d d_i_scours_e ana_lysls on data Qathered from public doouments,_ four
- group dis'cussions andv two indiv‘ldu_al interviews with those re.sponslble_ for
settlng up the service. In th'e main’ those who objected to the creatlon of the
servrce were affronted by the lack of consultation m the plannlng and
development of the. scheme rather than any factors relatlng to people with

mental dlsorders.

There are many problems with Cowan’s (2003) 'lnvestigatiOn.A Flrstly, the
limited amount of data collected and analysed; Further, _in ‘describing the
group dlscussions, there is no mention of the make-up of the_ four groups, nor
how many people were in each one. ._Additionally;_CoWan recruited people
‘who had written letters to the ‘newspapers to‘participate in the group
‘dlscussionsv Th|s may have blased responses (as. they were the group‘
motlvated to argue one way or the other to the press) and may not- represent

the views of the wrder communlty

In her dlscussmn Cowan (2003) stated “The present study used dlscourse
analySIs to explore local peoples views about people ‘with mental health

problems by examlnlng_the'.w_ays mwhuch_they were exp_res_sed when argulng
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for or against [the project]” (p. 383). However, despite Cowan’s use of a more

‘ecologically valid si_tuatibn’ and the utilisation of 'quali’tative methods, she

failed to explore the actual attitudes towards those with mental disorders, or to.

explain what those who were in opposition were actuallyv objecting to.

This review has highlighted some of the difficulties when attempting fQ

ascertain the Ie_Vels of stigmatising attitudes towards ‘mental disorders. .What

initially may-seem a foregone conclusion — that the majority of the people hold -

stjgmatising 'atti_tudes towards thoSé'_with "a_.‘label of '_mental disorder — is not
entirely borne .Ol..l‘t by research. Attitudes appear to vary by diggnosis and
| popu_l_at.iOh, indicatihg 'é need var fno_re rigorous: resé'arch. In the context of this
review, it is important to continue by examining hbw those with a label of

- mental disorder experience having that Iabel.

5. Experiences of mental disorders

5.1 Adults’ experiences of s'tig'm‘a ahd discﬁrﬁination ,hand"having a
mental disorder | . | |

The' experiénce of 'stigma andiidi‘s_c.rimination has' only récent_ly received

attention, conseqUéﬁhtly there is little research in this area (Graf, Lauber,

Nordt., Ruesch, Meyer, & Rdssler, v2004).:i A survey of Me'ntai Health Service -

users designed by the Mental Health Foundation examin_z_-:‘d‘_issues of stigma
v‘and discrimination (De Pointe, Bird & Wright, 2000). The'_‘s,u'r'vey consisted of
two parts, the first asking about experiences of ‘mental'distress" (mental

disorder) and the second about experiences of discriminat_ion. ltems
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consisted of both open and closed questions. In total, 556 -queStionn’aires

were analysed (from a total of 4,100 distributed). ‘

The survey fou,nd that 65% o'f_réspondents had'expe‘rienced discrimin_.ati-oh in
respdns.e v.‘to:t_hs_vir‘ow_n_ ‘mental distress~7 (b_e Pointé, Bird & }Wr}ight,_200_0). _Fifty
'six percent of respondents had expevri‘enced discrimination from ‘withinv"their
own: fam.ily.' Sixty six percsht of the sampls stated that theywo_uld not tell
some people sbout _th‘eir'ownbfrn.ental ‘distress,‘.for fear of .disc_r_v_imina_tion_ ,
Seventy fou_r perceht of the respondents said that .‘they W_buld _not_AdiscIo_se»-
’bthle'ir méntal disordér‘on a job ,appliCation ,fc‘)rrfear ,.‘?f dissriminatiqn and

prejudice (De Pointe, Bird & Wri'g.ht,‘2000).

Eighty—fouf percenf of the _samplé repsfted that they felt able to tell their GP
about their méntél’ distress. Howeverr,. 44% of fhe total sample repbrted being
disc__rimi’nated,_,ag.ainst‘ in some way by their G_P, for _exampl_s :bsin_g:told_, f;ﬁg
| snap-out of it" or having 'physical symptoms sxplained as psychosomstic_.'. Th_(__a
authorsz,sug_gssted 'that the fact that pebpl,e n_eed to talk_.to-thsin; GP about their
~ mental distress, as they are the ‘gafeWay’ to many of the treatment obtions;,
may be the reason Why' so many could talk to their GP, despite the»pqsﬁsibility

of being faced with dijscrimination‘ (De P‘oint‘e,_Bird & Wright, 2000_). 5

This survey gave an overview of the experiences Of_pepple_with ‘mental

disorders in the UK, and indicated that many of them enqunter situations in
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“which they feel discriminated against. However, no demographlc inforrnation
was collected so it is not possible to explore thether there were any effects of
thes_e variables up_on the __levels of :stigma and discrimination-experienced. In: '
addit'ion, the survey does: not compare, how reports. of discrimi-nation are
related to perceived or actual stigrha. ‘For example, the re'port~'ret/eals that:
“37% stated that they had experienced vdisvcriminatioh.-when seeking
employmeht”A(De Pointe-,' Bird & Wright, 2000; p. 10) but does not relate this
to ho_v.vthovse participantssperceiv,ed sti_gma in their work place, no_r are these

- findings referred;--to in jthe_v-sectioh exploring perceived' stigma in relation to
 seeking employment (p _11).. . Further, respondehts reported discrimination -

that was not-associatedv--with"their mental disorder, e.g. “Psychiatrists have

been .horhophobic and oppress.ive"‘(De Pointe, Bird & Wright, ‘2'000, p. 10),

but the authors did not distinguish between the reasons for the discrimination. .

The Mental Health Foundatlon also published a widely cited UK study
examining. the workplace -experiences ot people with men’t,al disorders
(Warner 2002). The survey used a self—administered qoestionnaire which
mainly consrsted of check boxes for the partrcrpants to tick statements that |
they agreed wrth There were some spaces for the partrcrpants to provide
their own answers. Of the 500 retumed questlonnalres 411 were eligible to
be vanalysed. .66% of partrcrpants were female. Participants were asked to
des‘cribe'their mental 'health difficulties with Jover half reporting depression
. and 38% reporting anxiety or stress Although the author states that some

participants reported more than one presentrng problem, they have not glven
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the number of participants who did this.

fn terme of divs_criminati}o_n, a third of participants (31%) believed that tHe‘y had
been turned down for a job due to fheir mental disorder, with a further 25%
stating that this was a poesibility but were unsure. ‘This _varied by mental
dis_order, wnth the_:, majerity-of eeople with dep're'ssion'_believing th_at___t.hey had
not been discriminated -againsf whilst job seek"ingj One in ten of the
partici_pants tHought-that vcolleagues would_méke negative remarks, or avoid

them as a result of their mental health problem (\Narher, 2002).

In' terms of,disclo,sing their mental health problems in ,thevwo_rkp|acve, 90% of
' -those in full-time .employmen't hadvfelt- able to tell somebody at work about
their difficulties. However, 27% believed that if fheir emp(oyer knew', they
would not have their current job or would fail -to get a premotion (Warner,}

£ 2002)

Whilst the report provided _a' number of interesting _reeults, closer examination
reveals a number of _-rhethc)dologica_lv p-roblems. " Firstly, the questions_-in the
survey (see Warner, 2002; pp. 31 — 33) are clos.e‘d, ferc_:i‘ngv participants to
~ choose from: a limited -nu.mber of options. On thev'item_s:where perticipan'ts
may give their own res_pOnses, th.vey'v_are» g'iVen very little room-to do so (mostly
a meximum of one.line). The surﬁ_mary tables note tﬁat'-statements_ which
were given by less than 1% of the sample vWere excludve.d from the report. This

means that an undisclosed number of responses were not reported for some
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ltems, and it is possible that there was a much wider ra'nge of experlences‘
than those given in the report Secondly, the items appear to be biased
towards the partrcrpants negatlve experlences such as |tem 12, “Do you think
'you have ever been turned down for a jOb because of your mental health’?" (p.

. 32) and rtem 5 (p. 31) in Wthh partlcrpants are grven a choice of elght
negatlve statements relating to the |mpact of people knowmg about their
mentalv health pr_oblems, and only four posrtlve or neutral statements. Further,
a n_umberv of item_s in the questionnaire, do not allow the participants (nor the
analysts) .to'dis_tinguish betv_veeh _two questions of an }it'em, forte*ample, item'
10 “Do you think your m_ental health probl.ems-havev been caused/mad_e wot'.rse
by: (tick all that apply)f’ (p.32), and so it is Unclear,which ‘part of the item' the

participants have responded to. .,

Perhaps the most’ |mportant problem with this survey is that it presents these
experiences in the workplace as if they were exclusnve to people with mental
health problems, but there is no way. in which | we can compare this
' population_s’v»experl}ences‘ with.t‘hose of the ‘general public’\. It is quite possible
that people without mental health-prbblems a'lso have beliefs about an.d
experlences of belng dlscnmlnated agalnst when |n the workplace such as
“feelmg unsupported” by management or bellevmg that something about thelr

_personallty has ,resulted |n them being unfairly passed over for promotlon.

- Given the above problems with research using surveys with closed questions,

a number of other studies utilising different methodologies to investigate the
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. experiences of people with mental disorders will now be considered..

A | qualitative stu._dy -(Koivisto, Jani’ionen & Vaisanen, 2002) aimed to -
inve_stigéte the experienceé of disempcl)\iiierrhent‘in people with psychosis vi/ho
had _bee.n,admitted to-a,psychiat\riiz hbspital in Finiand.. N_ihe; .particip‘ants-were :
recruited ‘and interviewed abdut their experiences of psychosis and the
interventions that they had_ received. The interview transcripts were examined
using ,themati_c analysis, with comrhorj- themes be_in‘g clustered togéthef-_. The
authors provided a. list of the categories that ‘they}create:d_fvvrom examining thei
data, such a$ “expériencev of being helped” (p. 262), énd ga\/e a few examples
of Vex'tracts from the tranéicripts. However, despite'setting out to examiné- the
e'){peri.ences of p.eople’ with psychosis, Koivisto and colleagues '(Koivisto,
Janhonen & Vaisanen, 2002) provided few in-d_epth' insights into feelings §f '
_disempowerrhent in_this populétion. A one?paragraph deScriptive summary of
the common therries is given at the end of fhe Results section and a very brief

account of their clinical relevance in the Discussion:

“So, what is thé essence of ‘p,'sychosis as seen by _'patients? The

present informants describéd psychdsis as consisting df strange

‘experi‘ent:es and feelings Vythvat caused exhaustion, fear and shamé. |
- They iried to manage ihese strange experiences in d.i'ff,erent ways, vfdr
: exaiinp‘le, by s‘eeking heip, di_scuésing iivithfriends, engaging in sporting

activities, dding some_thing'or prdte‘cting therﬁseives_in some way'. Théy

wanted toj;Understand what was héppening'to_the'm, why it was
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happening and how they could manage these experiences without

losing their self-control. They felt guilt and shame because of these
strange experiences, which other people found difficult to understand.”

(Koivisto, Janhonen & Vaisanen, 2002, p. 264).

Rather than‘describe how these experiences might relate to existing litera'ture
and provrde suggestlons for future research and clrnical mterventron the
.authors focussed upon the advantages of usmg th|s particular qualitative
4 methodology and how it may be appllcable to nurses workrng with people wrth
mental.disorders ‘In terms of stigma and dlscrlmlnation this study suggested

that people with psychosrs may feel guilt. and shame related to their beliefs

-about others’ comprehensron of their condltion However the authors did not-

explore this i issue in any depth nor did they give any |nd|cat|on of the number

of participants for whom this was an important experrence. :

Bromley :and Cunningham (2004) recognised the lack‘ rof re_search into the
experiences__c)f‘ stigma i__n people with mental health disorde_rs, and decided to
compare a UK sample of psychiatric in-p,_ati_ents (n=40) with a_nvage_: and
gender .matched group wh_o khad been .admitted_for non_-psychiatri_c med__i_cal
’ .vinter\_/entions.,(n=4_0).. .'l"he’inv_e_stigators were inte_re,sted_}in r_-the nurn_ber of
-disclosures regarding. ‘the Aadmission ‘_to friends vand _far..nily‘-,‘v but they were
primarily interested infgifts stating that “Hospital admission for 'physical illness
_helps to legitimise the SICk role and the sendmg of get well’ cards and flowers

) s:gnals support from the patient’s socral network” (Bromley and Cunnlngham
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2004, p. 372). The researchers cited énecdbtal reports that psychiatric
~ patients received fewer gifts than medical patients énd suggested that’: should
- their study demostrate this, it-‘-would, provide evidence tha‘t'pedple with a
" mental disorder{cérry a stigma fme Wh'ich discrimin_ation-occurs, ‘i.e. that their
re_latives,woulld not _enddrse the  ‘legitimate’ nature of their condition by

sending them cards or flowers.

' Daté :were gathered' using a questionnaire .that~asked participants the number
of people-in their nuclear family and how many people were in their netwbrk of
friends. Th'ey were 'aléo asked about therir understanding of Wh.y they had
been admitted,. in addition to hoW many family and f.riehds théy had informed
of their admission and diagnosis, and if they had not informed them, the
reésoné fof their decision. The participants Weré also askéd to record the‘

number of gifts and card they received during their admission.

The researchers found significant differences (p<.001) bétween the‘gr.o’ups in
terms of,diéciosure of diagno"sis.t:o family and friends, and for the disclosure of
ad,missioh to friends (Bromley and Cunn_inghém, 2004). The reéearchers did
not conduct a statistiéal tesf for the dis_cloéure ,Of .admission to family. It is -
Iikely that‘ there weré no s'ig‘niﬁcant‘ differencés, ‘as th’e nurﬁbers of people
reported as di'sclosing aldmissionb in the medical an’d‘ pSychiatric patients were

similar (n=39 and n=34 respectively).

Those in the psychiatric group gave five main reasons for not wishing to |
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disclose their diagnosis — embarrassment ét not being in control of their

] emotions or. behaviour; fear of people ‘watching their behaviour more closely

after discharge; anxieties about people treating them:differently if they found

out about the diagnosis;-and béing;worriedfthat‘they wbuld-lose their jobs.

A,Ithough the psychiatric patients'-received fewer cards and gifts-,'i ther_éwere

no significant differences between the two groups. The authors suggested

- that this might be attributable to the /p’sychiatric'patients, having disclosed the:

B adr_n‘is_sion_t,o fewer people in their network of friends th’ah those in the medibal;

group. The auiho’is noted that there were qualitative _differences in-the types
of gifts received, namely that the psy_chiétric patients were -given ‘practical
gifts such as toiletries and tobacco, rather than the flowers and balloons

received by the medical patiehts.

As with other studies cited in this review, there are a number of problems with -

both the method and conclﬁsidné drawn from this s.tudy. ,_ Firstly the
‘researchers 'as'subme' that the number pf Qards; and gifts . given is sirongly
associated with how ‘legitimate’ friends and _Ifamily think the patiént’vs iIIn_es_s is,.
~and that measurihg this would give an insight into stigmaf and discriminaition
associated with mental disorders. The authorsv}do not acknowledge that therev
are a wide range of possible facti)rs thatdeUId co.ntribute to the iiumber of
gifts and cards given to patients‘v('e.g. whether the patient has had previous
édmissions for the same problerﬁ). Further, the researchers did not take into

account the impact of the Iength of stay upon the number of gifts,received.'
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The researchers drew a number. of conclusions" from the data without
conSIdenng other pOSS|ble explanatlons For example “it is of mterest that
they [the psychlatrlc patrents] usually receive glfts of a practlcal nature which
may be‘ linked to d_ou'b_ts_’about th‘e_valldlty of the _snck role in mental illness”
(Bromley and-Cunningham 2004, p. 373‘) t is however equally poSSible
that thls dlfference could be accounted for by the psychlatnc patlents havmg
longer admlssrons and thus being more llkely to need such ltems Another
example occurs when.. the mvestlgators draw their own conclusions as to why
}those in the ‘psychlatric’ group_ .had feWer contacts: ,“redu_ced‘social contact |
due to the effects of stlgma may mean that there are fewer people to dlsclose

admlssmn to” (p 372), desplte not having explored this issue wuth the

' partrcrpants.

.Perhaps the most ivnteresting observation, was‘ that a ‘silgnificant number of
psychiatric-patients‘.perceivedv adrnission to wthe'ho_spital as stlgrnati’sing ‘an‘d

do not reveal their admi_ss'ioh to people outside of their nuclear family. .

As the previoUs discussion indlCates there are va limited,number of published g
studles explorlng stlgma and dlscnmlnatlon in relatlon to. mental health. The
majorlty elther look at one aspect’ and not the other (i.e. percelved stigma or
experiences of drscrr_mmatlon), look at issues of stlgma and discrimination but
do. not relate the_ two; are based on single cases, in Whichf service fusers

| describe their experiences {e.g. Taylor, .200_4); or use small samp_le _slzes (e.g.
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Koivisto, Janhonen & Vaisanen, 2002).

One study that attempted to address this problem was conducted in the UK hy
: Dinos and colfleagues (Dtnos, Stevens,,Serfaty, Weich, & King, 2004). In their
study .of stigma and .its_ relationsht_p with, and conseguences for people vwith
mental disor_ders, 46 -p'arti'cipants from community mentalv health services
compl_eted a 45-mi_nu_te.interview. The authors found stigma was an issue for
the majority of the participants in‘a number of areas. For example, 41
respondentS; were anxious about disclosing: information about their condi:tion
to others as‘theyl thought that there was a stigma attachedjto the_ir mental
disorder; Following the analysis,' the authors distinguished between the
partic'ip‘ants’ ‘subjective feelings,of stigma’ and the consedUences thereof, and -
‘overt disc.rimination’.- Dinos et al. (2004) found that all of the inte_rViewees
vhadv experienced some level of ‘subje.ctive 'feelings of stigma’ and had
experienced consequences.of this, such as avoidance of h‘elp-seeking for fear
~of being. judged. They also found- that those with depression anxiety
dlsorders and/or - personallty dlsorders reported expenencmg a greater
number of consequences than those W|th other dlagnoses such as psych03|s
(Dlnosv et al, 2004). The authors found that 61% of part|0|pants reported
negative outcomes such as negatrve emotrons (e.g. guilt, embarrassment) or
-preventlon of thelr recovery | ‘Overt dlscrrmmatron (such as verbal and
physrcal abuse) was more I|kely to be experlenced by those W|th a dlagnOS|s
of psych03|s than the other dlagnostlc groups and 65% of part|C|pants

reported having such ,experlences s mterestlng to note that partrmpants
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had ‘subjective feeiing}s of . stigma’ including t’hose who had never
expenenced discnminatlon in relatlon to thelr drsorders Further, the authors
note that some of the partrcrpants talked about posrtlve aspects of having a
mental dlsorder and this aspect of the study will be examined Iater in this

revrew,

Dinos and coneagues’- (Dinos et ai, 2004) research has a number ot positive
features. Firstly, the a‘utho‘rs noted that the interviewers “avoided»using the
word_‘vstigma’. so-as not to lead the participant'S” (p. 176), and gave a
description of the themes cOvered within their - interviews, and a .clear
description of how the data was analysed, and categories were formed. The
study also gave direct quotations fro’m transcripts to:‘ help readers understand

the resuits.

In terms of the limitations of.this research, Dinos and colleagues (Dinos et, aI,}
2004) do not give ekamples of the questions that the participants were asked,
nor do they make it explicit as to whether ‘open’ 'or ‘closed’ questions'were
asked.} Whilst the interviewers tried not to use the word ‘stig'rna’,vthe' aut‘horsf :
noted that “participants were asked to taik about the impact of their mental
.heaith pr‘oblems on their work and private life”, (Dinos et al, 2004, p.176)
“which is biased ~le. thatvthe mental. health probiem must, in some way, have
an- impact on those areas of parﬂcrpants Ilves As with many qualitative
:studies Dinos and coiieagues were unable to use tnanguiation of sources in |

order to corroborate the experiences of their partrcrpants therefore the
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accounts given can only be of ‘perceived’ discrimination.  Further, all

participants were recruited through the Ioc'al mental health service, and thus
the findings cannot be generalised to a population of people with mental

disorders as a whole.

Despite' the limitations of this study, Dinos and colleagues (2004) have made
a valuable contribution to the body of work by trying to allow paﬁicipants to
discuss the topics that were important to them; perhaps to a greater extent

than other studies within this review. - -

5.2. The impact of stigma on the individual

From the above discussion, it is apparent that fhver_e is some sort of stigmé felt

by a proportion of people with mental disorders and those close to them. This

- section considers how this stigma may impact,uponvaffected individuals.

Corrigan, Kerr énd Knudsen (2005) suggested that, prior to obtaining a
psychiatriC»diagnosié,' individuals are aware of the cultu'ral stereotypes and

stigma within their society regardihg méntal disordersQ They suggested that

once a label has beeh_ received, this awareness will affect them in two ways.
The authors cite the work of Link et al (1987)' and Markowitz (1998; cited in
Corrigan, Kerr & Knudsen,. 2005) who found- that in énticﬁipation of being
rejected, an individual will try to favbid othefs, resrultingv in isolation and
unemployment. THis in tufn iead}s to a senée of failure, Wh‘ibh has a negative

impact 'upon self-esteem and ‘sellf-efficacy. Furthyer, those with a mental
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disorder may. believe that-the stigmatising-attitudes and stereotypes fit' with -
t}heir,vself-percepti?en, and-"thus_p_'e__rceive themselves’in_‘a similar fashion as:
those who he.ld these_jstereotypes - as being of less t/t/orth: ,t_h.an;" ‘normal.
people’ (Corrigan, Kerr and t(nudsen', 2005). These processes are“described'
as ‘self-stigma’, and previous research has feu‘nd-an aesoci'ation ‘betwe;en,
leve.l.s of self-stigma and lowered levels ‘of self—es’teemvand self-efficacy
(Corrigan,» .Kerr and Knudsen, >20(.)'5).‘ The '_ass_ertiorr that vself_-stigrha‘
negatively - affects an indivtdual’s quality of life has been 'rep'licated in a
number of studies (e.g. Resenfield, 1997). FUrthe_r, it has been demonstrated
that it can have a negative -imp_aet on interventions (e.g. Sirey,Bruce;
v Alexopoulos,' Perltck, “Friedman, & -Meyers, 2001; Graf, Lauber, Nordt,

Ruesch, Meyer, & Rossler, 2004).

A study of 92 outpatients with depression (Sirey, Bruce, Alexop'OUIos,_Perlick,
Raue,. Friedman, & Barnett, 2001) measured participants’ perceptions ot
stigma using .a questionnaire measure on their first, appointment. ‘Th._e
researchere fOIIO\rved-up ‘the partict’pa‘nts after three monthe to discover
whether they. had continued t_reatment and whether they had sought
intervention elsewhere. During analysis, the participartts were separated by.
-age into twe_\ groups: 1.8 to 64 years old (63 partieipants), and those Who were
65 and over .(2:9 participants), as the authors believed that their findings.would
be age dependent. | The results showed that pe_rceptierts of stigma in older
adults (65+) with a mental disorder predicted vdiscvo.htivaation of treatment,

with no other variable being related to this outcome. Those in the‘younger

33




age group reported higher levels of 'perceived stigma but this -was'not- '
correlated »with,.treatment outcome. Whilst this- study suggests that stigma-
influences treatment outcome /in. older- people there are-.a_ number- of
Iimitations. Firstly,,the authors do-not state what type of treatment the,
participants,are rece_ivi»ng,-' vlt_isvimplied‘ that it is 'phaifrnacological,.f(b,_vy their
references to. ‘side effects’) vand__t}he_re,ader is. left unsurev as to whether’ any
p.'sychosocia_l:_ interventions were also used. Furthe_r, _the_ __authors do not state
whether all participants saw the‘ same profe'ssional,_'nor. did ,the'y ._také a
measure of perceived therapeutic ,alli_ance,-"_which could-have been.a predictor |
of -drop- out from intervention The researchers do not provide sufficient
explanation for differentiating between the two -age groups, - nor do they
. explain what factors may Iead to difference_s in Yperceived stigma in a 64 year |
old, from that of,a 65'year old, having distinguished bet\Neen these two
groups. In addition, the authors do not attempt to provide an account of why
older ad.ults perceived,lgreate‘r. Ievels_ of sti_gm‘a.v than these. in! the younger.
~group;: other»than,to s-a.y»‘;“the anticipated social costs may be.greater f_or,_old.er
adults and m'ay influen'ce the-ir'treatment adherence more directly” _(Sirey et al,
2001, p. 480) However they do- not hypotheSise what. these anticipated social

costs may be.

A number of surveys have . been carried out to examine the. impact of
. -perceived stigma and -discrimination. - Whilst offering potentrally interesting
observations, e.g..,1v9'%=of respondents not-being_ -__able to seek help from their

‘G.P. for fear o_f»tstigmatising'attitudes and discrimination (De Pointe, Bird &
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Wright, 2000), they tend to suffer from serious rnethodological flaws and these
have been discussed in some detail earlier in this review. In addition, the
presentation of results is generally unclear and thus it.is hard to know the true

' extent_ of the impact of stigma upon individuals with mental disorders.

v Employlng qua||tat|ve methodologles rnay be one way .of overcomlng such
problems One such study conducted in New Zealand (ngglns & Hatcher
-2005) v.analy_sed _the mterwewed_ data from five. patlents__ referred to liaison
psyohiat_ry and five referrers in a general. hospital,i’to investigate experiences
of stigma in relation to rnental illness. The patients were »referred for a range
of problems inolud'ing, del‘ivberate.self-harm, anorexia, reourrent physical pains
and delirium asso_ciated with tubercutosis; .Thve r_esearohe_rs used open.ended,
_unbiased question‘svdvuring the in_terview for'example, “How did you feel about
_being'referred';?" .v(p. 360). The parti}cipants" eXperiences we:re coded into.
categories using methods from Grounded Theory, and these included,_, ‘It's a
scary busmess (and I don't Ilke |t)" “It's an hopeless”,. "S_he?.s. one of them '
(labelling)”, ,“You re not genumely |II" andu“PIayin'g~ by the -'roles" (Liggins &‘
_Hatcher’ 2005 P 361)' The researchers found that new’ patlents (who had
Just recelved a psychlatnc dlagn03|s) and ex1stlng patlents shared the same |
experlences and that both the patlents and referrers shared the same '
expenences albe|t from dlfferent V|ewp0|nt i.e. the referrers as - the
strgmatlzers and the patients the stlgmatlsed’ (ngglns & Hatcher 1 2005).
'v The authors concluded that both patlents and referrers saw mental lllness as

| “scary, being unpredl.ctable and emotionally demandlng”. (p. 363), with - the |
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patients believing' that they were 'rreated "differently from ’oth‘ers due to the
| psychlatrlc label that they had been glven This study is mterestlng as both
strgma and dlscnmlnatlon arose from the data, and these experlences were‘
shareq by the patients and referrers_. There are, however, limitations of the
study. The rese_archers acknowledge that they had a small s_amplevs‘ize‘gviven-
the scope of the analysis, and that they didvhot manage to recruivt anyone with
chronic psyehiatric problerns. “In addition to fhe limitations cited by the
authors, it should ‘be hoted that they did not ;disclose the beliefs and
characteristics of the in.terviewer(vs),’ nor did they explere whet_her these beliefs
would be held once discherged ,frqrn the heshital, or-by people who are seen

wi’thin the*cOmmuhity.

5.3, Other‘ E.xperieanes .of Mental Disorders

Much of the. research dveécribed above -suggests that negative experiences
are the sole outcome of having a ‘mental disorder.. ‘However, some
.researchers heve found that participants have not ,reported negaftive
experiences an}d,\ indeed, have reported 'positive experiehees. Positive -
experiences of _m.ehtai i diserders ‘have nof -been vwidvely or _explicitly
inveetigated. It |s 'abpa'rent that not all chseQUences of having a mental
'dieorder are negative, ‘and ‘whilst negatr've ‘outcomes d‘o _oceur, they are.

certainly not ine\/itable. -

In the aforementioned study by Dinos ehd colleaguesi (Dinos et al, 2004),

almost half (46%) of participants said that they had not experienced} stigma, in
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“terms of .feeling's of shame or avnticipatingv negative reactions from .others,_
whilst 39% had never' experienced 'discrifnination — eithef overt or pereeived‘-
and 7% of the par.ticibants- thought that the public had a positive view'of
mental illness. The_ majer__ity_ (8_5%) of participants described at least one
positive aspect of having a diégnosed.men.tal disorder With,4_8% deScribing

more than one positive outcome.

- The 'Mental‘ Health Foundation surveys- described earlier (De Pointe, Bird &
- Wright, _2000;‘Warner, 2002)_'alse contained some posit'ivereutcomes. For
example, over a third (35%) of - respOndents..' had not experienced.
discr_iminetion in‘re'spen_se to their own mental distress, and '53%.had not
“experienced discrimination in the workplace (De Pointe, Bird & Wright, 2000).
However, whi|st these were» presented as pesitive outcomes, it is possible that
they are showing a lack of negative outcOmevs,v rather than pos‘itive_ outcomes
per se. Further, _tﬁese re}sults must 'be interpreted with the same caution as
the ‘negative outqemeS’ given the previously mentioned :-rlnethodological

problems with these studies.

‘Hayward and Bright _(1997) found thet people ‘with'a mental disorder divd not
| experience a decrease in levels of self-esteem, even when.ew_are of _negetive
public perceptions of mental illnese. Ferther, an expleratory study by
Hayward, Wong, - Bright and Lam_ (2002) found that vyhilst 'mood was
eigniﬁcantly relafed to é'lo’wering' ef self-esteem, perceptions of stigma were

independent of this. Corrigan and Watsen.'(2002) suggested that there are
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‘three possible reactions to stigma, but only one of fhese results in a lowering
of self-esteem. They proposed that the first outcome was that an individual
will ‘self—stigmafise’, resultihg in a lowering of self-esteem. Alternatively, they
may be indifferent to any stigma._Thirdly, perceived stigma may lead them to
become ‘a voi»ce’ fof thosé within: this stigmatised ‘group, and thus become
empowered. Corrigan and W.at'son’s model is yervtAto be substantiate\d usihg

empirical methods but |s an interesting and seemingly logical hypothesis.

G.iven the range of»_exp_eriences déscﬁbe_d 'abbve,.' do the experie.nc-:es of
children and adolescents echo those Qf adults? This quéétion will now be
examined, focussing specifically upon experiences of“one disorder pommonly
diagnosed in‘ children‘, and young people: AttentiQn-Deficit/Hyperactivity

Disorder (AD/HD).

6. Experiencés of a diagnosis of AD/HD

6.1 What is ADIHD?

AD/HD is ‘an increasingly corﬁmon c_onditiQn that occurs in childhood and
adoleécence. The _pr_eValen_ce of ADIHD is believed to be between three ‘_and_
ﬁve percent.of échool aged children, wi_fh approximately 345,000 6-16 year
olds with AD/HD in E-ngland. AD/HD pCcurs more frequehtly in Boys than in

girls (approximately 3:1; National Institute for Clinical Excellence, 2000). - ‘

AD/HD is described in DSM-IV-TR as Ypersistent 'and maladaptive levels ,’of

inattention, hyperactivity, impulsivity, with some of these behaviours exhibited
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prior to the age of ,séven._ In addition, the behaviours must occur in at least
two settings (e.g. sqhooi and home). ‘and cause significant impairment in
‘'social, academic or occupational _functioning (American  Psychiatric

Association, 2000).

The cause of A.D/HD is a_controversial and divisiVe topic. }There ‘are
researchers who bélieve,that AD/HD ié. biolog‘ical in na'ture,. (e.g. Willis &
‘Weiler, '2005)._- Sdme believe the'-disorder to. be caused by psychosocia’i-
fac'iors (e.g. Baldwin, 2000), whilst others believe AD/HD to be a social
construction, pathoiogising’ndrmal behaviours '(e.g. Law, 1997). Further, a
number of investigators believe that AD/HD is the result of a combination of

some, or all, of these factors (e;g." Sonuga-Barke, 2002).

-6.2 Attitudes of pee'rs and family towards young péOpIe with AD/HD

There have been a few siUdies that aim to explore_thWY ‘those with AD/HD
experience the label.. More cor}'nmoniy,‘ studies have expio_red the attitudes of
peers and family towards those with a diag.ndsis and"thes_e'will be .éx'plored

first.

- Milich, McAninch, and Harris (199_2) found that. children who have a formal
.Iabev'l of behaviourai difficuiiies Wer_e stigmatised a}nd. discriminated against by
their peers. Through cibservation and self-report, the reseérchers found that’
the children behavéd in a consistentiy‘negati\/e-_fash_ion towards ._chiidren with

these labels, wh'evnv compared With peers without a diagnosis. . Conséquently,
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the enild with the: di_agno.sis ‘becomes aware that they are being treated |

differe_ntly and so b_ehaves_ differently.‘ This»res‘ulted' in the cnild-' with - the
diagnqs?is being» r,ejectedl by their }p_eer's -and having less opportunities for

socialising and positive interactions.

The perceptions of peers towards children with a label of AD/HD were further

explored in Law, Sinclair &.Fraset’fs 2007 study. This study sought to explore

the attitudes and behavioural -intentions 11 and 12 year olds held -towards.

.peers - with symptoms of AD/HD and whether d|agnost|c Iabelllng would

medlate thelr attitudes and intentions. 120 partnc:pants were recruited through

.schools ‘and‘.were_._randomly allo,cvated to one of three_-condltlons. - In_each

_ condition,. the child was pfesented a vignette describing a gender-neutral peer |

with difficulties that could be deser'ibed by the label ‘AD/HD’. In one condition,‘

there was no mention of the term AD/HD in the second condition the vignette

_ ended W|th “Anon has Attentlon Def|C|t Hyperactlwty" (p.101) and the- thlrdlb

'ended “Anon has Attentlon Deficit Hyperactuvnty Disorder” (p. 101)

Standardised 'quest-ionnaires were used to elicit words thev participants 'we'uld
use to describe ‘Anon’, and to gainv an understanding of the range of activities
in which -they would be willing ‘engage with ‘An.On' (behavioural intentions).
Whllst most parttmpants percelved ‘Anon as male, over half could relate

‘Anon’ to someone they knew, and the majorlty held negative attitudes and

behaVIoural vlntentlons-towards An_on. The children did not dlstmgu.tsh;

betWeen the three conditions in terms of their behavioural intentions or
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' attitudes, sqgge_sﬁng that théinclusion of diagnostic |abé| was not a significant
factor in .the_fr perceptions. The authors concluded that the chifdren made their
v nvegative.,judgem’ents of ‘Anon’ based_upon-the ext_ernalising_,_behaviou_rs rather
than t_he - diagnosis d it}sel_f.»,.v:‘Althoughv _the éutho_rs acknowlédge some.
mg‘_thodolpgical'-.p'roblems with thié siﬁdy, for example, poof fespoﬁse raté,
that they were measuring intentions rather than actual behaviour, and

pérha_ps mosi important_ly-, the léck of positive attributes in vthe‘vi.grvwettés; théy |
still cqnclude_ thgt ‘chi_.ldr_en hcjld- n'egatvi_ve ?ttitudes towards ‘peers with
_béha;/iou_ral d_iffic;ultie'sv. ‘There are, however, other probléms with }this__-_s:tu_dy.v
Firstly, theAauthor'S‘d_o not ‘eXpIain why they.ch}c‘Jovs_,eAto_use ‘Att_evntic'm. Defiéit
' _Hypeféctivity’, in one of-;th_e ’conditions,':rather fhén va.n: entirely fabricated-
‘diagnosis’ 6r a ‘nons'ensic;al term. The authors did not take a measure of how
many of the participants understana the word ‘disor'de’}r’, nor how many had
actually heard of ‘the_term ‘Attentibn_ D_éficit_ Hypefactiv_ity Disqrder’; and they
-did ,hot}investigatfe‘whéthef the }childr'en_ had heard of other terms for th_e'v_

\~di'so_rider» (e.g. ‘AD/HD-, ADD; Hyperkinesis): Thds it is possiblve'thai‘,there was - |
-no ‘vdiffér_entiation- between conditidns as the_.terms used were not part of the |

children’s vocabulary. .

‘A _2006_ sfudy (Dryer, .Kiernan & Tyson, 2006) explored .‘b‘eliéfsv_ _about'AD/HD
v he,ld by .par_ent.si- and professionals_. ~ The re's'earchers_ _r_e:cr,uited 670
._.participant_'s, .consist.in'g'pf a range of professionals working W|th children in a
range of-fields (education, mediCaI, alliéd héalth)‘, Jparents. }with énd without

children -with. a diagnosis of AD/HD. Participant_s were giv_en a 117,i.tem
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| questionnaire,,which contained items related to the éetiolo_gy»end nature of
AD/HD, t.r'eatment, treatr}ne'ntvoptions and.prognosis_ of the conditioh.~ - In terms
of oharecteristtcs of AD/H_D,.the particip'ants-responses ,we}re grouped into five
faotors which _explai}ned 50% of va_vrivance in the ,-date:' ‘Behaviour Control
(includi‘ng‘ ‘POQ'.';.» heha__viour control_ .and“ response 'inhibttion’); ;‘Cognitive’
(i_noludi_ng ‘poor memory’, ‘poor listening skills’, ‘poor hand-eye coordinetiOn’),
‘Adjustment’ (inoludin.g ‘being irritable and having anger outbursts’, ‘difficulties
making friehds’, ‘h'avihg lower 1Q than peers’), ‘Concentration and Attention’
(inoluding ‘problems with concentretio'r) and atten}tion’),'anvd ‘Low_self-esteem’r
with- ‘Con}centration and Attention’ and ‘Behaviorel Control.’ accou.nting for the
Iargest variance in the data ‘across all partrcrpant groups (Dryer, Krernan &

Tyson 2006)

| in terms" of the causes of AD/HD, t_he analysis grouped the respohses into six
'_ factors which-accouhted,for 66;90/0 of the data: ‘Home environment’,, 'which
v. included. Iack of drscrpllne’ ‘lack .of attention’, and - maladaptrve behavrours in
vthe chrld (e.g. watchrng too much TV); ‘School envrronment’ i.e. dlffrculty in
_adjustrng to school envrronment/school work [Exposure to] ‘Toxrns (in utero,
through poor dret or food allergres) ‘Bram damage’ erther as a result of a birth
.complrcatlon .or developmental delay, ‘Brain functlon whrchv included
chemrcal rmbalances in the: brarn or problems with the way in whrch the brarn
is _,’function‘ing; and -‘Anx.lety a»nd‘depressron. -M0stvpart|crpants attributed
AD/HD -toi‘Braindamage’ and ‘Chernioal ._irnbala‘_nces_ in_the »brain.’,, whilst

‘Anxiety and depression’ only accounted for 6% of the variance in the data
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(Dryer, Kiernan & Tyson, 2008). -

The authors. vco_ncluded‘ that ~provfessionals iand} parents hold . similar beliefs
about the ,character_istiés_-and causes, of A_D/HD,’and that tﬁ'esebeliefs were
closely relat_ed to our,c.urfénf knowledge of AD/HD.‘ The -authors ackhowledge
that the agreement between the groups in the belief that AD/HD is
v.endc'>genousair'1 ,na’ture could be cause for concern in that thié may lead
towafdé an emphasis on a 'p_harmacoiogical ‘cure’ for AD/HD, rather than
‘_considéring_alternatiyes such asbe_haviourél intervention (Drjer, '4Kiernan &
T))son,» 2006). 4 The study has lvimitations.‘ The a_nalyslis did not factor ‘in ihe
level _of con_taét.'thef}pa_rt_fcipanté, had with young: people;With_AD/HD, which
may have héd inﬂuénced their responses. _Fu’rther_, whilst it is interesting to-
gain an .insight'into :tl'.te participants; beliefs about AD/HD, it is a pity that the - I'
research.ers did not investigate what impact thesé beliefs might' have on the
- young people an“dv’their -families'f(e.g. the beliéfs »that AD/HD is caused ,by

'v‘p_oor parenting’, or ‘Watching too mUchETV"), which cbuld s‘u'g.gest. where ény :

-fufure i‘nterven:ti_on might be appropriate.

6.‘3 Experiences of children ‘a_nd' adolesCen_ts with a label of AD/HD
_'vT-he're isa Iimited- ém_ount-of»re‘searc-h into the e‘xpervien'cesv 6f young }p_eovple »
,_With.‘ a diagnosis of ‘AD/HD, and the .r-n‘ajoﬁty of - studies have _used.
standardi_séd queStion,-néire measures to focus on'self-pe'rceptiOn. The results
of_thése_ studies vare-\‘/ariéd, with some tfinding-tha_t children with AD/HD will

give themselves inflated scores i’n»}are'as of deficit (Hoza, Gerdes, Hinshaw,

43




Arnold, Pelham et al, »2004),_Whitst_vothers.}find- that children with AD/HD will
‘ givevthemsetves globally low scores (Dumas & Peletier, 2004). The majority
agree that children and young people with AD/HD will consistently give-lower
self-report scores. irt terms of self—este’em than peers'(e.g..ijarber, Grubbs &

Cottrell, 2005).

Th_ere is a distinct Iack of qualitative studies in. whieh :ydung peopIe with
AD/HD‘ are -giyen' an _oppdrturiityv to discuss .what' it is .like_ to' ttave the
d.iagnostic. label_rfrom their own perspecti_ve. To date, only two such studies
have -been pub’lished i'n"’pleer-reviewed journals. The ﬁrst'\_/vas conducted in
the.'USA with 39 chilydren"aged b_etween .siﬁ(,ahd sevehteen (Kendall, Hatton,
Beckett & Leo, _2003),1and sought 'td explore what sense young people y\rith
AD/HD made of the Iabel they had beeh given. The researehers~conducted
interviews with the particiuants lasting between 15 ‘a.nd 45 minutes, which
~ were then transcribed -and analyse'dvusin‘g methods from ground_ed theory.
The au'thors identified ‘six rﬁain themes from the ahaly‘s:is ‘Problems in
thinking, behavmg and feellng whrch mcluded ‘Iearmng and cognition
problems’ and ‘feehng (mad sad, frustrated or ashamed) ‘Meanlng and |
identity’, which included descnptlons of behavrours- assocrated wrth AD/HD-
forming a. part of their identity; ‘Pills’ whicrt ihcluded' both positive and
negatrve descrrptrons of taking medlcatlon ‘Mom’ which rncluded descnptlons
.of how they percelved their mothers as being the greatest source of support
‘Causes, whrch rnctuded descnptrdn of perceived causes of AD/HD, for

'_examp.le‘ genetics, accidents or trauma; and ‘Race/ethnicity’, which

44




differentiated the accounts of AD/HD by race or ethnicity. The authors also
suggested that. low self-esteem was present across all six themes of the

analysis, and ‘hypothesised' that improving self-esteem may be important

~ when devising interventions.

-The.second peer-reviewed study -utilising this .. method recruited and

interviewed 11 participants aged 13 to 19 to investigate how young people

perceive and eXperience AD/HD (Krueger & Kendall, 2001).. The iri_terviews _

were transcribed and'anaiysed using methods from grounded theory. vThe
researchers_ said that they were surprised to fin’d .thejvcore .’c»ategory to be
centred upon the participants” descriptionS' of an “AD/HD-defined self’ in
which the experiences of AD/HD were “integrally relatedv to their identity”
(Krueger & Kendall, 2001, p. 64); i.e; that the participants did not distinguish
ihe disorder and.its related difficulvties as~-being'distinct from their-_sen‘se of
self. The authors state vtha't the participants did not p_resent their accounts as
a ‘failed’ sense of self, rather as beihé' misunderstood or different. The
researche_rs ‘co-ncluded;ihat the_participants’},ac':counts'wereiikely- to be a
“reflection of the stigma and negaiive -appraisals giveri them [sic] from society”
(Krueger & Kendall, 2(_)01‘, p. 68). The researchers aiso posited that rieuro-
bioiogicaliy based deficits .a'sso_ciate'd with AD/HD; n'a"r.‘n_ely seif-,regulation and
perception; ‘may lead ‘to a dis.tortion of '. seifepereeption,',and -‘thati_;future.
interventions should help adolescehts to »address this. - What ih‘e. authors do

not‘.discuss is whether such distortions-in self-perception are present in other

‘young people in this age group, and whether feelings of ‘being different’ or
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 ‘misunderstood’ might be common in typically developing adolescents.

The authors s_tated that the most important findir&g/ in these sfudies ié that the
partici‘pants with AD/HD appearevdvto have intemalised-their diagnoses, and
aé_su_c;h,__ may not }have been -able} to consider the -effects of having a
psyc.hvia‘tric label, aé_ from their perébec_tive, AD/HD was'ah intégral part of

their identity.

7. -Difficulties_énd l'prbblems with reéeargh into the experiehc‘es of.mentai '
| disofdérs | |

Thére is scant re'séérch into children and adolescents’ experiences of AD./HD.
There are a nufnbe'r of difficulties associated with éttem'pting to investigate

individuals’ experiences of labels of mental disorders.

Research in this field - often ».f‘oc.uses‘ upon adult populations, partiéu_larl.y
experiences of stigma and discrimination. A major limitation.of these studies
is the':.use of self-reported measuv_resvdf stigma and discrimination. It woﬁld be
_.extré__melyvdiffivCUIt‘, and ethically vq-u’estio:nabl.e, to find evidence to dofrdborate
individuals’ accdunts'. One could not objectively measure the amount of
stigma attached to a Iabél; nor the discrimination an individual receives,
without following them. or giving them a device to record their in'te'ractions,
Interviews and quest}ionnaikres,}which are commbnly us_ed‘, rely on the
participa'nts’ membry-'for past e\?,ents, whereas }eal-time sampling, such as a

diary, may give a more accurate account of their experiences. 1t is also
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imbosstble to ask peopte about their attitudes towards -people with mentat
disorders, and then follow them to discover whether they had ‘told. .the' truth’ or
not. This raises a_further issue — that people 'may not wish to disclose their
stigmatising attitddes, or that theyhave engaged in discriminatory behaviour
toward‘s people-'w',ith_ mental disorders-. Further, berceir(ed discrimination is by
its very hatu_rev,.-_subj.ective.- Is discrimination said to have occurred-when an
individual has_perce‘i\)ed it to have eccu_rred, or is it eossible»to determine a

threshdld for what_is and is not discrimination?

Another difﬁculty raised by Hinshaw (21005)-‘ is that it is almost impossible to
distinguish what it is that actually attracts the stigma or. discrimination — IS it
the label of a mental drsorder orthe behawours assocrated with the drsorder’? :
This may seem a rather trivial matter as the stlgma and discrimination occur
regardless of whether it was the label or behaviours that attracted rt.
}However it raises two |mportant and related questlons namely does such
“stigma and drscrrmrnatron' occur in a population who_ display similar
behaviours but have net been idehtified by soeiety as beving, ‘mentally
disordered’, and does _the stigma and 'diserimihation occur pri.p,r_'to being
‘identified’ .ae bei‘ng__rnentally disordered? Further, are fthere'any positive
effects of ha.ving a diagnestic label, for example, might stigma actually reduce

once people are given a reason for ‘strange’ behaviour?

A further problem appears to be connected with the audience that the

research is written for, or had been funded by (i.e. the ‘agenda’ of the author).
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This is most apparent with the presentation of the results, for example, “One
in ten always or often believed that colyleaguee made snide or Sarcvasticv
remarks or that _cellea_gues'avoided th_em because of their'rnental»health”
(Werner,- ‘2002,Ap_._‘ 4). The auihors could have presented- this as ‘90% of
participants. _did.,no‘tfb_elievve_‘t»het Acegileague's macie snide or sarcastic
- reniarks..'..’. A further pro_biemw.ith-the reporting of 'resuits is that ’_there is. no
comparison _o_f »these beliefs with people in control greu'ps._ — for example, itis
poseibie that ene in ten people in a control group believes that coI:Ie'ague‘s are
talking about them in a negative way, and tnat‘lthese experiences are

encountered by a similar proportion of the general pobulation.

8.} Conclusions & direetions for future research

Ii is important to understand tne experiences kof people ‘who hai/e been given
a diegnosis of a mental disorder eo that interventions can be designed in a
truly client-centred. fashion. The review shows that most of the current
.reseerch focuses upon_:aduiis’ negative experiences of mental disorders, in_
particular_concerningv}stigrna an'd discrimination. It is imp}o_rtant', however, to
note that some of the studies have also repertedlpositive experiences, and

therefore, that the individuals’ experiences may well be complex a_nd varied.- -

Most current research focuses upon‘edUIts’ experiences of stigma and
discrimination and much of this is methodologically flawed. There is scant
‘research into the expenences of young people in general and there are many

questions to which we do not know the answers at. present We are unsure
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how children and adolescents _e.x.perience having a label of mental disorder.
We do not know whether the‘y experience stigma and discrimination, and if so,
to what ektent and what the processes 'are that' Iead to stigmatisation
Further we cannot be sure to what extent perceptions of stigma  and
expenences of dlscrlmmatlon are lmportant to chlldren and young people with
mental diso'rders,_ or hdw much these issues‘actuaily impact upon their quality
of life. We do not know what processes occur that may lead to an |nd|v1dual

being affected by stlgma and another individual belng resnlent

What appears in much of the current literature |s that the answers to these
questlons are driven by how the questlons are posed to the parhmpants l e.
the researchers make an assumption that these _|ssues are important to these
populations, and formulate their methodologies based upon this assumption.
Once this assumption has been made, it is aimost impos‘sible to distinguish
between the researchers’ beiiefs and what iS importanvt to, and has an impa}ct:

upon the'participants.

The .Iimited- researc)hr‘into experiences of having a iabel of AD/HD seems ’to
suggest that young people may mcorporate their diagnOS|s into their self-
| identity. What is unknown is whether '[htS occurs for ali young people wnth the
diagnosis, or whether it was a feature of those part|C|pants It would be
interesting. to. dlscover whether mternahsung a psychlatnc diagnOSIS is unique

to young people with AD/HD or whether it occurs in other populatlons

49




Given the paucity of rééearch in this field, _fhe larg‘e range of ‘u}nknowns’, and
thev difficulties -in.p'roducing ‘Unbiased’ studies, it may be fruifful-fo‘r future
research to adopt a>‘hyp_othesis generating’ approéch such as those used by
KrUeger and _Kendall,_(2001) rath~ef than a ‘hypothesis _testing’;bne. It may be'«v
appropriate to employ qualitative m_ethodqlggieé that -allow pa,fticipants to
discuss their genéfalv expe"riehce'sv of mental disorders through open-ended
queStio‘ns. Further, these héthodolog_ies wchu‘ld allow the rese’archérs'to
openly acknowledge their biases du_ring 'analysi.s and to investigate what
impact thesé beli'efé may have on. the results. This would afford young people
with “l?nental disorders’ an opportunity to raise‘issués that are important to
them, and to deécﬁbe any experiences of stigma and discrimination without
.the influence of the researchers, _t}hus giving an insight into how far these

issues impact upon their lives.

From this basis, research questions could be designed that would explore the
stigmé and discrimination as part of a wider exploration of young people’s
-experiences of labels of mental disorders, and guided by the people to whom

it has the most relevance.
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Young People’s Experiences of AD/HD:

A Grounded Theory study

The ‘British Journal of CIinicaI'Psy_chology’ was used as a guide during the -

preparation of this empirical paper (See Appendix 1)

>




i. Abstract

The purpose of this study was to gaih a number‘of insights into the
experiences of young peop‘Ie with a diagnosis of AD/HD. Ten participants
Weré recruited to the study through'a Child and Adolescent Mental Health‘
Service and a sécondary school. Each took part in a semi-structured
interview that was used to explore different aspects of their experience. The
interviews weré transcribed verbatim and analysed usedv techniques from
GroUnded Theory, such as micro'.analysis and constant. comparison. Thé-’
rhodel generated from the data, centred on experiences of ‘Having AD/HD
bad’ .and ‘Being .in control’, and the factors thst ,i.nﬂuence thesé experiences,
such as ‘being stﬁck in bbring situations’ and ‘Having:opportuni.ti}es to make
choices’ are described and explored using examples from the transcripts as
illustrations. | The study is discussed in terms of its limitations, how the
analysis relates to existivng research, in addition to the clinical implications

arising from the study, and directions for future research.
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1. Introduction

In order to understand young peopl.e’s experiences of Attention Deficit
/Hyperactivity Disorder (AD/HD), we must first understand what the diagnosis
signifies, theoretical ideas about its aetiology, and current interventions for the
disorder. Before turning to research into experiences of AD/HD we need to-
consider research on labelling -and other'studies examining- experiences oi

‘mental disorder, particu‘larly in young people. |

1.1. What is AD/HD?

AD/HD vis descri_bed in DSM-IV-TR as persistent and maladaptive levels of
inat_tention, -hyperactiyity, impulsivity, with some oithese behaviours exhibited-
prior to the age of seven.: In addition, the beheviours must occur in at least
two.settings (e.g. school and nome) and cause significant impairment in

social, academic or occupational functioning (American Psychiatric

- Association, 2000).

AD/HD is an increasingly common diagnosis in children and adolescents.
The prevalence of AD/HD is bellieve‘d to be between three and five percent of
school aged children, with approxi'ndately 345,000 6-16 year olds with AD/HD
in Engla‘nd. AD/HD . occurs more frequently in boys than in girls

(approximately 3:1; National Institute for Clinical Excellence, 2000).

AD/HD is thought to affect the individual in many ways. Studies have shown

that those with a diagnosis of AD/HD tend to be socially isolated from their

61




_peers, underachie_ve at school and - display antisocial behaviours (e.g.

Bied‘e'rman, Féraon_é,- Milberger,._'Jetton,' Chen».et al, 1996; Barry, Lyman, &
Klingef, 2002). quing t.heir.late teéns,—. those who had a diagnosis of AD/HD
as Children are more-like‘ly to have deficits in academicaﬁd sbcial‘functioning
(Mannuzza & Kleivnv,_ 2000).. As adults, those with a childhood diagnosis_of
AD/HD, are also more' likely to havé an an‘tisoci'al_personality» and hold iower

occu,patiohal bositiovn_s (Mannuzza & Klein, 2000).

1.2. What causes AD/HD?

The cause of AD/HD is a controversial and divisive topic. There are

researchers_who‘ believe that AD/HD |s bioiogical in. nature, (e.g- Willis &
Weiler, '2005). Some believe the. disorder to be caused by bsychosocial
factors (e.g. Baldwin, 2000),vv(/hi|vst others beliéve AD/HD to be a social
construgtion, pathologising nofmal behéviours (e.g. Law, 1997). Further,
there are a number who believe AD/HD to be the result of a combination of

some, or all, qf these factors (e.g. Sonuga-Barke, 2002).

1.3. Interventions for AD/HD.

Interventions for‘peo‘plewi'th avdiagnq_sibs of AD/HDV tend to be baéed upon the
above aétiological thé_ories; with two main types of intervehtion being mqsft
use_d: pharmacological (using methylphenidate (MPH) or’ drugs with a similar
action) or be_haviou_i*al i.e. giving parents and those with a diagr.iosis of AD/HD
advice on how to manage the'behéviours related to the disorder. As with the

causes of AD/HD,? intérvention has also proved to be a Vconteﬁtious issue, both
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-withjn}the:,sci‘entifie -literature and within the Media. In .theiUK, the National
_l_n_stitu‘te_\,-for Clinical Excellence --('NI'CE)-guidelines, Whieh -are regarded as a .
benchmark- .for.best pra‘ct-ice have recommended the use.of MPH as 'part‘-o‘_f a
comprehensxve treatment plan for AD/HD. (NICE +2000). - However ‘the
recently publlshed flndlngs from the Iarge scale Multlmodal Treatment Study
vfor Chlldren with a dlagn03|s of AD/HD Wthh has been comparing the
_eff' cacy of medlcatlon behawour therapy, comblnatlon and a control group,
f_c_uund that whilst ,thev-(.a,'ffects of medication were superior to other treatments or
eem_bination at 14 months, by 36 nﬁonths fhere were nok's'igvnivﬁcant differences
vbetween each treatmeht type in terms of efﬁcacy-_(Jensen,, Arnold, Swanson,

Vitiello, Abikoff et al, 2007).

1.4. Labelling

When exploring expevrie'ncesv of mental disorders, it is important_y to consider
:the effects of ‘labelling’ 'someone ‘witvh such a diagnosis. _V-\/hilst" this |s
cent,r_oversial, é stljdy co.nd}u’cted in 1992 by. Harris and colleag}_ues suggested
that such _Iabels could have d_etrimentel outcomes (Harrie, -Millieh & Corbitt,
19__92)’[ They examihed the. effecte of ‘Iabels "anbd behaviour on .chil_d_ren’s
' .i_n_t_eractions’with peers. One h.un‘d,red_ and thirty_sfx boys, who were ann_own
to one another; were r_echifed f_o_ the study; forming 68 pa_i_r.s.‘ Within each .p_ai'r
Was_,a boy ’With no diagnoeed be,hevioural problems, 'end a second child who
either had or did ’n_othave a diagnosis ef AD/HD. }, The experimehters told
half.of the }children:that their partnef had a behavioural problem (independent

vof ‘whether they actually had e'diagnos:is) to examine .the impact_ of this
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information upon the pairs’ interact_iens. The _reSults of the study found that
both actuat bejhavioural ’problemsand. prior knowledge of a label negatively
.inﬂuenqed the_. :quatity of the intetactions. The authors ,c_oncluded that b.oth?
aCtuaI }beha‘vigutal_; presentation and e_ee_rs’ stigrnatisi,n_g.’ interpretat‘i._ons of a
labet led- to ',negative in.teractions} - This 'could' impact ‘upon the :wayvthe
Iabelled’ child would behave in subsequent mteractuons Ieadmg ultlmately to

the rejectlon of and dlscrlmlnatlon agalnst the Iabelled Chlld by his peers

1.5. S.tud'ies in,'ves_tigating experiences o_fjADIHD

| Qualitatiye methodoldgies have vbeen_,used fbr»some time to. explore, people’s
experienc__esv of ,‘me_n_tal_di'sorder’, and th_e- majority fo_{c_usv upon ‘adults (e.g.
Kovisto, Janhenen &_Vaisanen, 2002; Dinds, Stevens, Serfaty, Weich & King,
- 2004). Whilst AD/HD is} a popular topic fot'reseatch, focus_sing mainly on ‘}
underlying psycholegical and physiological mechanisms thete is scant
research into what it |s I|ke to expenence AD/HD partlcularly within a culture

in WhICh the label features Se frequently within, today S Medla

Very few studies _e_Xi_s_t_ that focus-on. the individual with a .dviagnos‘is of AD/HD
| '-The__ ‘major’ity_: inyestigate_fthe experiences of parents‘, or. sib,ling,s,of, children, with
| .}a_ diagnosis of ADMD (e.g. Bussing, Gary, Mills & Garvan, 2003; Kendall
1‘99‘9)‘. There.are iny‘tw.o studies published within peer-revbiewed.__journals that
use quali‘ta_tivvev methodologies to explore experie_nees«df .AD/HAD:..-_.The.first
recruited and tnteruie\/t(ed_ 39 partk.:ipantsv with AD/HD, .and_analysed ‘these

using methods from grounded theory (Kendall, Hatton, .Beckett‘ & Leo, 2003).
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The analysis concentrated on the participants’ accounts of their difficulties. In
their discussion, Kendall et al. noted both that the participants had internalised
their diagnosis of AD/HD and how well the accounts of AD/HD rrelated to the

DSM-1V criteria for the disorder.

The second. 'p_ee._r?rev‘i'ewed study recruited and intewiewed 11 -hadtcipahte,
aged~.13 to 19, te investigate how young people-petceive and experience
AD/HD (Krueger & Ken,dall, 2001 ) The researchers were sut'prised to find the
CO_re eatego_ry centred upon participants’ descriptiohs*of an “AD/HD-defined
self’ in which theexpe_riences'of AD/HD were ‘“integrally related to their
identity” (Krueger & Kendall, 2001, p. 64), i.e. that the p‘articipants did not
distinguish the disorder ahd its ‘related difftculties ae being dietihct from their
sense ef self. The authors state that tvhe participants did. not present their
accounts as a»‘fa.ited' sense of self, rather as beihg mi‘sund.etstood or different.
The researchers c'oncluded that the participante’ accounts were Ii'kely to be a-
_ reﬂectlon of the sttgma and negatlve appraisals guven them [sic] from socuety _
_(Krueger & KendaII 2001 p. 68) and: that dlfflcu|t|es W|th self—regulatlon and
perception »may Iead to a dlstortlon of self—perception in thls populatlon. The
authors suggested that the most.important flndmg is that part|C|pants with
AD/HD appeared to have mternallsed their dlagnoses and as such, may not
'have been able vto chsnder the effects of having a-psychlat_hc label as, from

their perspective, AD/HD was an integral part of their _identity.’
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1.6. The ‘current study ..

Given the controversies and the lack ot reseatch in this area, the study sought
to gain insights into the above questions, and to provide an account of the
perceptions of -those-with a ‘diagnosis (or label) of AD/HD. . The study Wés
deS|gned to. be -hypothesis-generating as opposed to hypotheSIS-testmg

Inltlally, the alm of. the study was to explore. the meanlngs attached by
partlmpartt_s to the tabel of AD/HD; their expenences of the process that they
have been through to obtain the tabelﬁ in addition fo their exp}eriences of living
.with the label. However, after the initial intervtews had been conducted, it
became apparent that all of the participants had vi'nternalised their diagnosis
and it wasv not poseible to e'xplore the ihtended aims. The possible reaeons
for this are explored within the discussion section. Instead, the study
focussed uhon building a model of the participants’ experiences of AD/H‘D

from a realist perspective, i.e. “what is it like to ‘have’ AD/HD?"

Research Questlons

To explore what it is like to experlence AD/HD or the dlfﬁcultles that have

been described by the term AD/HD, in particular:

o To explore what ditﬁculties the participants ascribe te having AD/HD.

e To explere the parti.cipants’ perceptions of centact with services they have
received in relation te AD/HD. o

e To explore how the participants’ perceptions and rhea_ning fit with current

understandings of AD/HD.
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2. Method

21. Design |

The study emp'l_oye_d. the methodol_ogy of ‘Grouhded Theory' first developed by
Gla_ser?_v and Straues in 1967. Since its_conception, Grounded Théoryhas
eyolve_d.,»_ahd<, become a widely used and 'well—reso'ected». qualitative
r:n‘eth_odology‘ ';(Ch_ar_nberla_.in, Camic & Yardley, 2003) Grounded,Theory
seek'_s' to ,deve_lop a t__heory ot-the' phen_omenoh'-('inv this case the participants’
experience_s; ahd_’meanihgs ot AD/H'D), based__upoh.the data col,lected frorh

the par_ticipantsv, in thiscase using a_semi-structured interview. -.

Grouhded, Theory ie both an ,ihductive_ and deductive methodology, and’ is
dynarhic_ in nature.r_ A theory ‘is created based u'pon _emergihg_ themes
grounded within the data, and. this theory is‘then teSted against new and
existing data, further d_eveloped and tested -again_VUSing new and ersting data.
As part of v,t_his vprocees, it is suggested that reeearchers use ‘Theoretical
‘Sa-vmpling’,j-‘the recruitment of participantS- of specific characteristics, often _.not
.;demographic based -'upoh emerging themes and hypothesesv in order to ‘test’
the- theory usmg data gathered from these interviews.. This whole process is,

Aldeally, repeated untll saturatlon is reached ThIS is the: pomt at which the
theory developed _‘-flts,all of the data already gathered, and:wrth the incoming
data.- Due-to the number of ~partictpant_s _recru,ited,}thie:,. current study; the
-.dedu'ctive compo.nents;of Grounded Theory (e.g. theoretical‘_sam_pting) could

not be employed. -
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2.2, Participants

A total of ten participants completed the study, nine of which were male. Eight
participants were recruited from Child and Adolescent Health - Service
(CAMHS) in the South of England havmg been approached by team_
members of the servrce on behalf of the researcher A further two partrcrpants
were recrwted through a malnstream comprehensnve secondary school
havmg been approached by the Specual Educational Needs Coordrnator _
(SENCO) Other sources for recruitment were explored such as non- NHS;
support groups and advertlsmg through partICIpant schemes for psychology
undergraduate xstudents, howe_ver, no participants were recruited via- these

means (see recruitment flowchart, Figure 1).

- Participants were aged between 12 and 16, with all but one having a formal
diagnosis of AD/HD. The remaining participant was being assessed for
AD/H_D at .the time of interviewv, and it was thought highly likely that he would
obtain a diagnosis -Six of the participants were currently taking medicatibn for
AD/HD and three others had taken medlcation prewously (the exception_
being the part|C|pant undergorng assessment) Seven p,artlclpants were in

full-tlme _education_ in a mainstream secondary school.. )

One partloipant was employed as a labourer havmg left school one attended
‘ srxth form college and was studylng A- Levels .one had been excluded from

school for 12 months and the final partrcrpant attended a school for young
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Figure 1. A flowchart showing the timescale of recruitment to the study

May 2005: CAMHS (1) agree to assist with recruitment

y
August 2005: CAMHS (1) withdraws due to other research commitments

A

August - September 2005: CAMHS (2 & 3) approached'and
. decline to assist due to.other research commitments

A 4
October 2005: CAMHS (4) agree to assist with recruitment

y

February 2006 .
REC Meeting

April 2006
Approval given by REC

-December 2005 ,
REC Application submitted

Y : \ 4 .
April 2006 — September 2006 - July — August 2006:
Team members of CAMHS (4) - CAMHS (5,6 &7)
approach all clients on their approached to assist
caseload with a diagnosis of with recruitment.
AD/HD (n=120). All decline due to -
6 Participants recruited research commitments |-
1 dropped out - ' ‘
5 interviewed (n=5) -

= : A 4
\ 4 August 2006

September 2006 - November 2006
3 Participants recruited through
. CAMHS & Interviewed (n=8)

Application to School of Psychology
Ethics Committee to allow non-NHS
support groups to be approached and
to be able to offer telephone interviews

with these participants — Approval

 August 2006 — July 2007 < given - ’
13 support groups across the UK
approached by email -about the y
study: ' May 2007:

Application to School of Psychology Ethics
- Committee to allow secondary schools to be
approached - Approval given.

6 decline involvement with study. - '
7 Support groups attended, following -
-an invitation to talk about the-study. -

65 information sheets taken by : : T
potential participants (and parents) _ v

3 arrange interviews and Méy — October 2007:
' subsequently drop out of study " 15 Secondary schools approached. 3 Agree to
' T e assist with recruitment. 28 information packs :

sent out.
October 2007 « . o
Application to School of 2 participants recruited & mt_erwewe_d (n=10)
Psychology Ethics : v : : H—
Committee to allow - "~ October — December 2007:
recruitment of - 4 Undergraduates sign up to take part :

. Undergraduate students —

0 eligible for study’

Approval given
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people with emotional and behavioural difficulties on a part-time basis having
been excluded from mainstream education. “All of the participants lived at

home with their parents (n=8) or other members of their family (n=2).

2.3. Researcher Characteristics
The same researcher was responsible for recfuitment, interviewing the

participants, trans_c_ribin_g the audiotapes and anélySing the data.

In }the_ field of qﬁélitative research, it haé long 'béen‘ recognised fhaf
inVestigators can néver_ achieve Complete objectivity whilst undertaking an
analysis V(Strauss & Corbin, 1998). * In order to minimise subjectivity when
undertaking sucH: an an‘alysis res_earchers_ are 'recbmménded to take a

number of actions, dne of which being to recognise that their

~“understandings often are based on the values, culture, training and
experiences that they bring to the research situations and that these
mi‘ght be quite different from their respondents” (Bresler, 1”9'95; cited in

Strauss & Corbin, 1998).

Therefore, it is important to bring into consciousness these values,
experiences and beliefs, so that one may recognise when they are impacting
.updn the analysis. As such, a summary of the researcher's background,

experiences and values is given below:
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The researcher Was a 29 yeér—_old “male Trainee - Clinical Psychologist,
u’n‘deftaking his 'DCIinPsychoI af the Univeréity of Southampton. The
researcher did .not have a diagnosis of AD/HD, nor did he have friends or
family with the diégnoéis. He héd becbme interested in the experiences of
young people going _thrdugh CAMHS, having worked -within those systems for
two years. He was particularly interested in AD/HD, having previously
| cbnd'ucted research in this field both_ as part of an MSc examining perceiv'ed"
efficacy of early ihtefvention and a clinical éudit of this population (Thompson,

Brooke, West, John(son, Bumby, Brodrick, et al, 2004).

The researcher had aléo seen several familiés seeking assessment and‘
diagnosis for AD/H‘D'w'hilst working in a Cliﬁidal capacity and noticed the
groWing nun‘iber of cases of AD/HD entering the health slystem.. Further, he
had experience of families réquesﬁng help‘ to claim ‘Disability Living
Aliowance’ and ‘Disabled Pérkihg vPermits’, citing the child with AD/HD as.
having thé significant disability for which they were claiming. This caused the
researcher to wonder what it would be like to have someone seeking a
diagnosis for your behaviour, whether you would welco_me  this or not, and
whether you would see youfself és having a ‘disability’. = In addition, fhe
researcher is interésted in cliént-céntréd approaches in cliniéal se_ttings and
had wondered hbw far interventions for AD/HD}were for the benefit 6f the
client (i.e. that they thought they had some sort of problem that required

intervention), or for th_e benefit of their parents.
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The researcher had also become increasingly conscious of the amount of

‘coverage given to AD/HD in all aspects of the,Media,_with it even appearing in

a song:’on :’_the radio (‘.‘These"Words”'_.-by’:N'atasha-Beddingfield)', and a
-'char‘acter’:be‘ih'gf'diagnOSed with AD/HD and '_treatéd with medication in‘an .= -
episode of the popular cartoon show “The Simpsons’, (Meyer & Kirkland, ’

- 1999). ‘Having noticed this, the researcher became curious as to how he = -

- would feel were he to have a.’diagnb’sis of AD/HD within this context. < =~

2.4 Materials
The study employed a semi-structured interview and the interviews were
recorded and -transcribed using a portable cassette player, which used

standard sized cassettes. . -

~ 24.1The vSemi-Strﬁctured Interview

A semi-Struvctured iAnterview was designed to ensure_'that all to'pics' of interest
were covered by all partiéipants (see Appendix '2)..- The‘ interview schedule
'Was désighed to help the participants to talk about the is_suesrelatéd to the
reseafch ,_questions. The interview started with‘, questions abou.tv how the
participants would describe themselves, and how they thought vother‘s would
: describé them, primarily to gain insights as to whether AD/HD or ‘disability’
forms a bairt" of this, but also as a meaﬁé of building rapport with the
interviewee. The inter.view_*then as_ked .whether. partcipanfs ‘had ever

experienced finding it difficult to wait and to concentrate on something

(behaviours that are usually associated with AD/HD), but without mentioning




the term ‘AD/HD’. The interview then asked if they had heard of ‘AD/HD" and” "~ -

‘when they had first heard about it (to gain insights into their unders'tar"idingi-of: T

. ‘AD/HDY’). -'Pérﬁcipants were ‘asked whether they had seen anybody- about
AD/HD én‘d what that expéfié‘hce-was like (to gain insights into assessments -
A 'and- intervention). Participants were asked whether they had spoken to their
- family .and friends -about AD/HD (to gain insights fnto their perceptions of -
'others’ beliefs-about AD/HD). At the end of the. interview, the part_-icipants had

an opportunity to discuss.any' other matters that they thought were important.

Many qualitative researchers (e.g. Rubin &'Rubin, 1995; Kvale, 1996) suggest .~ . -

that the interview should be conversati_ovnall in.its style as this hélps to build
‘rapport with the. interviewee, offérihg the best dppoﬁunity for them to .give. a
“full and rich accéunt of their experfenc.:es._v In Za_ddition, }thése _reéeafchers,
advocéte the 'u_se of active listening skills such as reflection, allowing the
conversatio'ns,_to‘ digress from the intervieW schedule, so as tQ allow new lines
of inquiry to emerge; and giving the participantvti‘me tb fell their story, with-only
the minimal possible number of interjections' frqm the interviewer to maintain -
rapport and,keep- the ‘flow’ of v-the interview. As. such, these ideas were

incorporated into the interviews.

2.5. Procedure
Information sheets were given to the yoUng people (se.e Appendix 3) and their
_ parents (Appéndix 4) by CAMHS team members or the SENCO at the school.

Parficipahts' registered'_th_eir interest by'refurning a reply slip in a fré'epo’st




- envelope. . The rese_ar_che'r;;then-‘contacted -the participants’ guardians to~ -
. .arrangean interview at- a. time ‘and ioc'a'tion'.'convenient to.them. " All...
- participants .chose to be interviewed in their own h‘omes,. and six chosé to -
have a pare’r‘__lt 'and_o'ne-other their 'grandparents, present-in the room during
the interview.”v Ther.r,e’r.naining. two participants 'had a'_palrent inwthe house
during the .interview. Participants a}nd. their parents \ivere given another . -
information sheet, ‘and the purpose vand vol_u.ntary ‘nature of the study.
eXplained'to 'tvheml. Participants and-their ’parente then signed consent forms
(see Appendix 5) _befo're.the interview comrﬁe_hced, and participants were
reminded that they -could choose not to an,swerf quesfione without needing to
: pirovide_ a reason and that they :eould withdraw at any time without -

consequence.

| After each interview had taken.- place the researcher wrote down thoughts
| | about the interview and any relevant i‘nformation that was given when the tape
~ had stopped in the form of field net_es,(for eXa'mpies see Appendix 6). The
© interviews were then transcribed verbatim by the re'se'a_rc':her, ’during"whichi-any
identifiable information (e.g. names of people, ‘places) was anonymised and -
participants were eaeh given a nurhi:iér by which they could be identiﬁed in the
analysis.  Where appropriate, the transcriptions included descriptions of
pafticipants"’actions', inforinatidn _ai)out their speech,..-such es volume o_r-ione
: _and pauses. of three seeonds or more. - The completed transcript 'was then
. checked -againet, the a_Lidio_tape to eneureac:cui*'acy.. The transcripts can be.

viewed on the enclosed data CD, saved as Microsoft Word files.

- 74




2.6. Ethics -

‘The  study was' reviewed and 'approved by the- University of Southampton -

School of Psychology Ethics Committee, and-the Southampton and South . -~

West Hampshire' Research Ethics Committee (B’) (See Appendix 7).

‘2.7, 'Data analysis procedure

The'-ldata anaiysiseproc‘edure used" techniques'ie dei/elop Greunded,Theory,

.suchvas those described by Strauss and Corbin (1998). Readers should note -
that 'th'e process of anaiysis is dynamic, rather than e linear se'qiience of "
'step,s; and there was a constant niei/ement.'betweeh»'the di'fferent -analytic:
- techniques described bel0yv. Supervision. was used dLiring .th'e analysis . in

o order to reflect upon the procesvs and emerging theory, and to help identify

~ areas of bias.

immediete‘ly-' after each of the interviews,.fieid notes were teken, in which
initial thoughts about the i.nte'rview,- in addition to.any informat_ibri given by the
participarits'or.‘iheir; guardians, were written down (see Abpendix 6 .for
- examples). Th'e interviews_were transcribed as described in the ‘vProcedure’,
seCtion, and during this time, any further thoughts were kept as ‘Analysis
Memos’ (see below, and examplee in Appen'dix 8). ‘Open coding’ began once
- the first six 'inierviews had beeh completed and transcribed, in,drder to build
up a body of data fdr} this part of the analysis'.. ‘The first six interviews were
then read and re-.read and the audiotapes were lietened to until the researcher -

gained familiarity with the data, and techniques of ‘rnicrdanaiysis’j'(see below)
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wére employed.

‘Analysis ‘Memos’ were kept in parallel with the analytical process..: These: . -

served as a record of thought processes. and decisions made, in.;additién fo o o

providing. a space for reflections on the data and questions about the ongoing -
a’nalyticél process. These Membs_ were then consulted to stimulate thinking
about the analysis and to help idéntify"'are.a‘s.in which the researcher's biases

and values might be impinging on ’the‘:deveiopihg theory, for example,

“What does it mean “to just lose everything” in your head? (Participant - - . -

1, p. 2, Ln 43 - 44) Is there a time when you can “gét everything” in
your head? When might this happen, and how? Is this an example of

‘concentration’ or is it sbmething different?”,. v

- Where Memos madé referehce fo a section of transcript, the participant

number, page and line number were given, so that they could be found

éubsequentl'y. Further examples of Analysis }Memvo's can be seen in Appendix: -

8. Space does not permit the inclusion of all bf the,analysis memos, however,
these wer_e'svhared and discussed during supervision, and are available upon- . -

request.

The first stage of analysis ,involved the process of microané'lys'is -‘a.de}tailed_

and focussed line-by-line .éxamination*of' the data - through which the -

researcher 'co'hsfiderSi the broad i'ange'of possible interpretat_ions of the data. . =
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This forces them to focus on what the interviewees .are. saying, rather than

- ‘imposing ‘their. own -values and interpretations (Strauss & Corbin, 1998). -

- . During microanalysis, the researcher asks quefstions'ab0ut the data; (i.e;-Who’,Q I

.. what, where, when and why?) in. 6rder to .a:s'_sist.in,the-‘dis_coyery of codesand .

- categories (Strauss ‘& Corbin, 1998). ‘These questlons and thoughts arising

~from.them were noted in the’ Analysns Memos eg.r
- “Wh‘at does concentrate. .mean.?. (Participant 1, p. 2;..Ln‘13'). “What -
. would it. be " like :“to_.hat/e ‘to think “in. your head"? What would that-

- involve? What situations WOuId' that 'occur. in?”

-‘Whllst conductmg the m|croanaIySIs tentative codes were no.ted and:
'conSIdered as part of * open codrng Open coding is a process in which
meanlngful chunks of-data are identified and deﬁned as ‘COnCepts’, These :
concepts are given a name by which they may be indexed and referenced SO
‘ that sumllantles and dlfferences within the data can be more readlly identified.

"As recommended by Strauss and Corbin (1998) the concepts in this study

“were glven ‘in vivo. codes wherever. pOSSIble giving the |dent|f|ed concepts R

. names using the Ianguage of the mterviewees... For example, rather than

- using “Inattention”, the in vivo code was “not concentrating" ~The purpose of .
using in vivo codes and participants’ Ianguage is to keep the emerglng theory
. grounded within the data gained from the mterwewees Once these concepts
were identified, they could then be 'tentatlvely grouped together (classified) by

L .iden}tifying phenomena that share _meanings-.f_As these categories . started to -

L ."'appear,' the .res‘ea'rCher'WOUldi‘ try to ‘gain- a‘better‘understanding of themby . . .

P =page number, Ln = Line Number of the transcript - 77




seeking to describe their ‘p.rop'erties" (or characteristics) and ‘dimensions’ (“the
:.ra’nge_ along which the" general_ properties of a category vary” (Strauss &
- Corbin; '2.1998, p. ‘10‘1:))‘.- As:with the open. coding process, the emergent.
- .categories were g‘iveh:names ‘using the'interviewees’ own’ Ianguage to better -

- reflect their experiences.

‘To ensure that the'emergin'g .theo-r‘y remained grounded in the data and fitted”
it well, techniques of ‘constant COmparison?.Were used 'thr0ugh00t the analytic
process.‘.'The researcher compe‘res the data at all levels lookiné for.s_imilarities

. and. differences .e-.g.' between-‘cases 'or'.inc'idents, or on a vrvnore ‘theoretical

level, between categories, and underlying meahings (Strauss & Corbin, 1998).

These techniques allow the researcher_’tov' consiAder, more possibilities -about .

meanings within the data and reduee the possibilit_y of aceepting them at face-

value or making assumptions.

Axial coding was also conducted to identify how categories and their sub-
categbriés are related to each other. Diagrams were d.rawn_ to help examine

the relationships both within and between categories..

Ae the categories "and theory' e'merged, the remaining interviews were
: ;pohduC_ted and trans‘cribed., ‘Duri'ng" thesev.i_n:t,er\'/iews, more time was spent
“focussing upon areas of the emerging theory that iacked clerity or required
more.invest.igatviohv. Whilst these interviews were'ahaly'sed, the original open

- ‘codes, categories and axial codes were re-examined and modified given the .
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insights gained from the new data. During analysis, several categories were

explored as being the ‘central category’, represénting the main theme of the- ~

- research (Strauss' & Corbin, 1998). Through further analysis .and constant’ -
- comparison, the central theme of the analysis was identified, vdéfin‘ed, and its

- relationship to the other cétegdries explored. -

- As described previ'o_us_lvy',‘this was a dynamic process. The researcher moved -

between reading trahscripts, open coding, ‘and explbring the properties and .~

dimensions of concepts as necessary. - Throughout this process, facets of the
anélysis were modified -and refined using téchniques  such as. constant-
comparison, to gain new insights and to -ensure it remained grounded in the .

- -data. - :- o

To ensure thevrigour:and validity of the analysis regular supervision was
: attended_durivng_the analytical prdcess,during which the audit trail, (i.e. the .
analysis memos, diagrams and emerging theory) was discussed. Given the

- large size of the audit trail, it is not included within vthe appendices, but can be

‘made available upon request.




3. Results . -

- A'Grounded T heory Analysis of Young People’s Experiences of AD/HD- " .

3 1 Introductlon to the mterpretatlon of the data

Itis |mportant to note that the categorles that emerged durrng analy3|s provndef

a means of summansmg the data and showing how the expenences given in .

the partIC|pants accounts connect with, and |mpact upon one another rather

vt_han bemg real entltles in themselves. |

The key feature of the parhcrpants accounts centres around ‘Control’ and is
descnbed in terms of ‘Having AD/HD bad’ and ‘Bemg in control’. Defrmtlons
and descrlptlons of the categorles and subcategorles can be found in

Appendix 9.

Figure 2.‘ shows_ a diagrammatic v repres_entati'on of the | participantsf
experiences‘of» A.D/'HD Th’e:ketl features of the a'nalysis namely ‘Having.v'
AD/HD bad’ and Belng in control’ are shown in concentnc C|rcles in the centre.
of the diagram. The dashed arrow between them represents the dlmensronal
nature of this expenence The other cwcles W|th|n the dlagram represent a set
of the part|C|pants related expenences that have been categorised ~together
(as descrrbed above) the overlap between crrcles represents categones that
- are closely related to one another i.e. experlences that occur WIthrn the same
context., The solid arrows show the direction of the_drrect influence of one set

of experiences on another, from the participants’ perspective. |
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o - Figure 2.::iA ;di.vagr;ammati"_c: representation of young people’s .experiences of. ...

AD/HD.
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.In order to 'g,ive'a:better'.,understahding of . the participants’ experiences of -

. -AD/HD; the most important ’theme‘s,fror‘n the analysis will:be described below. -

~ with illustrated by examples from the transcripts.

3.2. ‘Control’

| 'The main . feature of the participants’ accounts of AD/HD centred .upon'
.experlences relatlng to the extent to which they felt'that they were |n control"_ E
of their actions. This ranged from ‘Bemg in control’ of thelr actlons to ‘Havmg R
AD/HD bad’ wrthln wh|ch parﬂcnpants describe a range of actlons/experlences

over Wthh they feel they have no control

.The concept of ‘Control" and 'th.e const_itu_ent eXperi_'ences can be thought of as
- both dimensional and as .two’- discreet groups of eXperiences. Scme.
participénts described a range of eXperiences in between ‘Having AD/HD bad’
and.‘Be_ing in corrtrcl", «Whe'rees others described havihg had ‘_AD/HD bad’ 'but_‘
'were currently m ‘control’.. The .participants’ dvescribed. ‘rrioving’ in b_cth'
directions betWeen ‘Having AD/HD bad’ and ‘Being in ccntrol’» over time and
gave accounts of a ;numbler of experiences that impacted upcn' the likelihood

of them experiencing ‘Having AD/HD bad’ or ‘Being in control’. |

“The concepts of ‘Having AD/HD bad’ and ‘Being in control’ will be- described

below, in addition to examining the exberiences that the participants

described as influencing their experience of"contro_l”.




~.3.2.1 Having AD/HD Bad . -

Participants described “‘Having AD/HD bad’ _through'é number of experiences.

‘These were characterised by situations in which participants felt that they did -

not have control over a range of their actions as a direct result of AD/HD. A

key -feature of these. accounts:was ‘not concentrating’, which included

“descriptions of being unable to remain foCuSsed'uan.a particular task, e.g.

" ‘] find quite a lot of:things ‘quite' 'ea‘sy; but concentration | find very

difficult, 1 find it véry difficult say for revising for exams, | find it difficultj_‘ :

to sit down for half an hour in front of a book and just read it and try
* and learn it, and | just can’t do it"

~ (Participant 4, p. 222, Ln. 17 — 20)

in addition to being unable to retain information in mind whilst engaged ina .

task e.g.

- *..I've got it alf in my head, and | can't think, and | just lose everything, -

~and like, in eXam_s, everything just goes and | can’t concentrate at all”

(Participant 1, p. 2, Ln 42 — 45).

Another important. experience that the participants .related to ‘Having AD/HD
bad' was ‘Having a temper’, which included descriptions of ‘being angry’,

‘being aggres'sivev’, ‘going crazy’ and ‘kicking off whe_re they felf they had no
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-control over their actions, e.g.

“if if you normally have a fight you think “I'm going fo hurt them as much as
possible and then step away” but with AD/HD | think it's more .Iof a “if you
hit someone}'yoﬁ don’t think y'ou’-re hurting them so youvgd anddo itagain -
' and»'again'and_ again anvd'you just keep doing it” and then suddenly when
~  _you'r' adrenaline is gone kapooof and yoU»’re like “well WHy have | done
~this? Oh my god"” | o

{Participant 10, p. 12, Ln. 14— 19).

* Participants also spoke about ‘Beihg hypér;, includin'g descriptions of ‘having

things_racing through your‘bra_ih’ and ‘having too much energy’ for example:

“I'm quite hyper, I I I, I'm always like fast at writing, fast at talking and
- people can't really hear me...” . | |

(Participant 2, p. 8, Ln 43 - 44).

Participants also gave accounts of finding it difficult and “‘annoying" to wait,

for example,. -

‘I Right.. S0 what's it like for you when you are trying to be

patient? -

P:  Very hard, | get very stressed and very annoyed, and | take it

" . out on everyone else...”

" | = Interviewer P = Participant




(Participant 1, pp.-3 — 4, Ln. 50 — 3).

~ Another feature of the participants’ accounts of ‘Having AD/HD bad’ wasof
“‘Being mad’.. _This was not as in the same sense as ‘Having a temper’, rather =~ =~ ~

descriptions of not being ‘normal’ or having a mental illness, e.g.

I ' Imegihe if you_‘did,ihow would you_explatﬁ i.t'to somebody?
Cop '_ I'd just say 'm on pills ‘cos I'm mad:v | |

. Sothat's how youd describe it?

| P ,Y.ea‘hv‘cov‘s .I’m mad” | )

(Participant 6, p. 7, Ln. 30 - 36).

3.2.2. Be.ing in control .
The experiences that were'categorised as ‘Being in control' were those that
could be viewed as being at the Oppostte.end of the dimensions to those

" described within the category of ‘Having AD/HD bad'.

The participants. described a range»of experiences in which they't/vere ‘in

.control’ of behaviours which they had prevnously thought of as being outsnde
of their control due to AD/HD gaining control over situations which had'

’vprewously been adversely affected by behawours attributed to AD/HD and

| behavnours/actlons that were seen as bemg normal’ for their peer group,_ .

Wthh were prev1ously descrlbed as symptoms AD/HD ‘Belng in control’ was

| vuewed as a hlghly positive expenence by the partICIpants e.g.




“Being in control is the best feeling for someone with AD/HD“-cos you -

know, whatever happens you can stop it” -

- . (Participant4; p: 15, Ln 15-"16).- . .-

-~ “Not being controlled by temper' was discussed by the participants as an -

important feature of ‘being in control’

“l jusf_thought every time someone tried to start a fight with me, I'd o

think *what’sthe’ point?”, if you know you can win, what's the point in

fighting them ‘Cos ydu’ll just make.yoursélf vIook like a prét [laUghs]...;”

(Participant 10, p. 5, Ln. 12 — 14).

Other features of ‘Being in control’ were ‘Being able to concentrate’ for

- example,

“Ye'ah, I click sometimes, | click and | can concentrate”

(Participant 8, p. 5, Ln. 31)

and A‘Waiting IS o}k' 7

“If I'm waiting for something like a.computer game, well_what can you do?

It's not like 'you can go through the door and go “givev mé the ciomputef :

- game” you've got to wait for it, so | just don’t worry ‘cos there's nothing you -

“can do about it..."

(Participant 10, p. 6, Ln 36 = 39).




'Participa'nts‘r also. described experiences in whibh behaviours that w,e.re,,

- percsived by others to be a sign of AD/HD as ‘Being normal’ for their peer
group, for example;
' “Well, I'm just impatient, normal impatient, just like anyone else” -

- (Participant 7, p. 5, Ln. 49)

- Another feature' of ‘Being in control’ were the related_experiénc,e_s _of "jNot,

-being 'hyper and . ‘Being - relaxed’. - The parﬁcipants’described these

' V-éXpe'r’ienc'es as be‘ihg»timé's when there were not ‘hyper’ e.g. -
“...it's really low now, where it used to be ] used to be jumping off walls
you know, like Spiderman”

(Participant 10, p. 11, Ln 8 — 10).

3.3. ExperiénCes impacting upon fHaving AD/HD Bad’

During the analysis, a number of experiences emerged as having a direct -

impact upon ‘Having' AD/HD- bad’, and'Were described as exacerbating |

~experiences such as ‘beirig hyper’ and ‘not concentrating’.

Experiences in which the participants were distracted by external sou_fcés .

_ (é.g_’.,peo_ple,-npise)"were commonly described as having an impacf upon ‘not

co’ncentra.ting", e.g.




"l What's if like whenvyod are trying {6 concentrate _oh Playstation
" 'games? |

P - Really difficult [makes "whooO.c)oooooooo _noisé’], my brother and - -

sister are standing there being annoying”

"~ (Participant 6, p. 5, Ln. 40 —45). -

Being asked to concentrate on several items at once was also described as

having.an adverse impact upon ‘Not concentrating’,

B MR ..‘.;’.Can you think b’fa time when"vit Has been hard to concentraté
-on something? |

P Like at school, when the teaéh'efs are asking me to do too much s

" at once” |

- (Participant 1, p. 2, Ln. 40 —44).

o ‘Not'taking tablets’ (medication) was also cited as having a negative impact |

upon ‘Concentration’, for example, . -

“I have them and | still feel the same...but | do like sleep a bit better
‘and then | can concentrate a lot more..."

| (Participant 3 p. 7,Ln 44 —46). L

- Some participants cited 'fi_ZZy drinks as having a negative impact upon ‘Being

- hyper’, for example,




A When you say, “sometimes a bit hyper”, can you tell fn’e a bif
. _more about that?
" P: - Depends what | drink or eat, if it's like coke or anything fizzy,
anything with lots of sugar in, basically | go off the wall and |
cah_’t control it.” | | | |

(Participant 2, p. 1, Ln. 40 — 44).

Another rang'e_ of experience_s’ that were described as having a negative -
ifmpact upon fhe experiences aSseciated with ‘He'ving AD/HD bad’ were ‘Being
bored',vwhicvh describes situations within the participants’ control in w.h.ichvthey
find themselves 'feeling_bored, and ‘Being stuCk in boring situations’ that are

‘perceived as being beyond t'h}eirv control.

‘Being bored’ was a very common experie'nce amongst the participants, for

example,

A get bored easily, | do something and | get bored within 5 minutes so |
“just lose my concentration or | can't do it and | get frustrated, so | just
get annoyed and get angry...it just winds me up...and | can't doit...." (
(Participant 6, p. 5, Ln 21 — 24),
Participants talked about Situations that were boring, but beyond their control

(‘Being stuck in boring situations’), as being associated with experiences of
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‘Having AD/HD bad’. Examples of these experiences from the transcripts .=

. include, ... o

o MLt feels like being in a prison cell like | feel like I’\)e been closed in -~ -

this box and I'Ca'h.’fc get out, and so'| got really bored of being stuck in
the cellv, then really, réaIIy an'g'ry ‘cos he stood-in front of the déor so |
was waiting to gét out-and he said “[name] stand behind your place” so.
| did and | counted and count'ed_ and he still wouldn't let me}out,’ and

‘theri‘ | just burst through the door and it cut his arm a bit, ‘cos when | -

‘went out the door went .[nja'kés whooéhing noise] and got his arm, but . -

um, 1.got, and sometimes when | wait and it, it depends, like if you trap
me in a room and | feel that | can't get out then | gét stressed quite a
bit”

(Participant 10, p. 6, Ln 27 — 36).

“Like in school, when you're having a break after each quéstion, like in
school and they just talk to you for ages, and [ just start losing er
inter'esut"‘- -

(Participant 5, p. 5,Ln 2 —4). -

“Like sometimes, I'm like: at school and the teachefs are like taking
ages to give us our work, and I'm just wanna hurry up and get on with
, ‘my-.wdr'k; and they take ages to tell us what to do...”

(Participant 1, p. 3, Ln. 28 — 30).
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- 3.4. Experiences Impacting upon ‘Being in Control’

' Participants gave accounts of experiences which helped them to feel ‘in

~ control’ of AD/HD. ‘The first of these concerned ‘Getting older .in which.

"participan't”s‘ described: becoming more in control of behaviours/actions that

they had associated with AD/HD as they got older, for example;

“I've noticed that as | have got older and more mature, um it has got - -

easier and | can do longer without tablets and I'm better without the . .

tablets”

(Participant 4, p. 8, Ln. 12 — 14).

Another factor the participants cited avs helping them to ‘be in control’v\.lvas
‘Making differenf choices' to take control’. This factor ehcempassed
experiences of making an active choice to avoid situations kn_own to
‘ exacerbate ‘Having AD/HD bad’, or 't0'choose a different course of action,

when such an option is available, e.g.

“if | want coke now, all I'll have now is like diet or sugar-free coke or -

R pepsi max, all the diet fizzy drinks now, S0 no, they don't make me as
hyper as the original stuff...”

- (Participant 2, p. 5,Ln. 13- 15).

. The patticipants also talked about having the opportunity to make choices'in




situations as helping them to be in control. In- the examples from .the
~ transcripts below, the opportunities to make choices that increase

~ experiences associated with ‘Being in control’ have been underlined: -

“ think, like yeah, kr_iowihq that you can take breaks, if you _know that.

you're not forcefully done to do something, you have control over it, -

~ you enjoy it more and you don'’t get so bored, don't st0p‘concentratin_q,‘ -
- s0 having a choice

(Participant 10, p. 1118, Ln. 1 -9)..

[having  discussed that background- rhusic_ ~ improves  their
concentration]:- “if | have a bit of music I'll be like fine, you know and

sometimes teachers let. us listen to our MP3 and that and yo:u'know

obviously then | can get on with my work better”

* (Participant 7, p. 7 Ln 12 — 14),

[Discussing clinic visits as being_"annoying’/?boring’, and what would

improve the experience] “More toys, Lego actually, Lego toys that can't

" be taken apart, ‘cos it's like, they make them up and they should have - -

a whole city and you could choose, like to-spend an hour playing with it

then an houf talking, or better fhan that 40 minutes pJayinq”and twenty -

: 'minutes talking, and then 10 minutes play after that...... so like _ta‘l_k,v

play; talk, play, talk, play, play”

(Participant 9, p. 13, Ln. 23 -32).. - -
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3.5. Experiences of Health Servicés‘.’l S

The participants discussed-a. range of: experiences associated ‘with- their .. - -
contact ‘with CAMHS. *These were associated with their expérie,nce_s of .

‘Having’ AD,ZI:I.'D»': bad’,. in. that _thoxs‘e-_exp_e.riehcesi (e.g. ‘Being hyper’, ‘Not - = .

" concentrating’) were cite_‘.d.,as,the-ireason" fo:_r;ire.f;er-ra_l_tb CAMHS, -

“P:. At first my doctor didn’t think | had i, but then | had to get
RS :E.fe_ierred to another doctor, and they said [ had it... |
I Ahd what was ii like for yeu at that tivme, what was it like for you?
P: | * Horrible ‘coé-l couldh’t si.t:stil.lf,‘l couldn’t concentrate, and | |
wa'sn’tap‘u"t ori ai\y.v medication to help, and | found everything
 really hard and | wasn't concentraiing properly.” |

(Participant 1, pp. 4 =5, Ln 44 - 3).

3.5.1 Experiences of talking to CAMHS staff
The particip.a_nts.‘-‘-describe'dftheir' experiences of talking to CAMHS 'staff during .-

‘appointments, and these ranged from"."Bein'g'bor‘ed during appointments’ e.g.:. |

~_"P: " It got me-really bored really quick, we just sat in this room . .-
' talking and talking and talking and | was like “yeah", ‘no’,
T,‘ye'ah"’.,' ‘fno;’, “yeah”,“no” and like “oh t'hi's is pointless”, and he

was like “oh this is perfect” but ’l was like “Well not for me I'm

- .bored” but yeah




S And did yOtj know _Why' you were there or whaf théy were talking
- about? | | |
Cpre Well that's the thing you know it waé so bofing that | just didn’t
'Cafe, I m'eéh"_e\‘/'eﬁv-if | did know it right now; I just don’t care”

" (Participant 10, p. 13, Ln 28~36) .
~to‘Feeling supported by the staff e.g.

" *Thete's 3-UYPP0FL the psychiatrist gives you a lot of support” =

" (Participant 4, p. 14,Ln 37 - 42)

35.2. -Expe'rien¢§§- of diéghosis

, The participants‘alvs’o talkedabcut how they felt wheﬁ they Weré told about thé‘ o
diagnosis’ of -AD/HD. The majority. of particibanté described feeling sﬁockéd
when they were g'iyen a diagnosis of AD/HD, and this was often linked to a

- fear of b’eing stigmatised, for example:

;- So what did-you think when somebody said that you might have .
ADMD? IR |
P: -fho'u'g’ht, “you're having a fucking ‘Iaugh aren’t you™? | thought, .
~ “what do you think Ianﬁ,sdme sort of ’nutc'as'e’.’?’v | didn't, | meén‘,
' 'bf~c<ju_rs_e nobody"w'ants to have it but | hav'en’t got a choice in’
the‘r—natt'er"' - |

 (Participant 8, p. 9, Ln 25 — 30)




3.5.3. Experiences_‘of ‘taking tablets’
Nine: of;t-héf-particibants 'Weré currently, Or'had previously, taken fnedi_catic’m for- .
Alj/H_D ahd a major feature of:' their contact with CAMHS teams -cbncemed-
fTaking tablets’. These experiences are'déScribéd- under th‘e_'four he,adiﬁgs’ L

below:

Finding out about taking medication
" The participants’ described their experiences of béing told that they were

" being prescribed medication, and these ranged from ‘Shock’:

“...but | was shocked a_nd_ scared ‘cos | thought | won't be as friendly as
o normally am, and | WOn’tvbe able.'{o ch'atx to people”
* (Participant 1, p. 8, Ln 8 — 9)

to ‘Not being bothered’ for example:

- “Didn’t really care did |1? Loads of other kids had to take it, so | wasn’t -
bothered | just took it didn’t 1?”

- (Participant.6, p. 13, Ln 16 — 17).

Reasons for taking medication
The participants also described their reasons for takihg the médication, and - .

' thesé‘ranged from their own desire to take the medication, for. example, -
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““Wanting to do bétter‘-at school’, of."l'mprOVing pefformahcéf,
““’'m hoping :'no_trt;”)::haVevthe_tablets....'-‘Y-eah but if | have got it | have to -

_ school, then 1 don't mind, I'll do whatever it takes to be better at school”

(Participant 5, p. 9, Ln 8 — 14)
to ‘Pleasing others’, for example: . :

. [To Mum] “You kept on going on at‘me-'and I'said th‘at"l-didn’t want to
- take them, but you kept on at me”

-~ (Participant 8, p.13, Ln 19 = 20)

Perceived efficacy of tablets
The participants also described their experiences of ‘Taking tablets’ in terms
~ of how much t’hey_ improved experiencesvassociated with of ‘Having AD/HD

- ba‘d’;"and most participants described this as having some positive effects e.g. .

- “If- | forget to take it, I’m. like mad, | don't concentrate, 1 can't *
_ conCe.ntrate; | can’t settle down to work, I'm just like horrible [Iaug_hs], |

can’t'bsettvle down or nothing” (Participént 1,p.7,Ln40- 42). -

~ Some participants, ‘however,describéd'odcaSiohs when the tablets were not .

effective, for example: .- =

' ‘take, but |-don’t mind taking them, but if-they will make me better at. . - -




“Yeah and they like help with your behaviour and like when you're been .
- onthem fortoo long they don't” = '

" *(Participant 3, p. 8,Ln 1 ~2).
and talked about their experiences of the side effects of medication

“They used to make you puke afterwards, used to make you yak”

- (Participant 6, p. 12, L.n 36).

3.6. ‘Talking to someone’ and ‘Qaining inf’of_m_ati}on’ ,
- Participants described experien'ces of "Talking to ‘someone’ and ‘Gaining
informaﬁon’ vabOL.Jt VAIV_)/HD as being positiS/e and were linked with_ experiences
of ‘Being in control’, and also helped tcl)_.élleviate fears, for'example, around
taking medication. From thev partiqipants’ -accoL.Iﬁts, this Wés found to .be

- helpful when the person giving information was 'perceived as being

knowledgeable about AD/HD, but did not necessarily need to be a member of

the CAMHS team, e.g.: -

“I'was lucky my dad’s a [health profess_idnal] and my mum’'s was a -
[health professional] and they'd read around it when they first realised -

- that | had it and so any questions | had,'l could ask and | could get

' -answér's, and they-wodld explain it properly, but fbr other people. whose : -

parents who maybe aren’t in any way medically inclined, they won't. -
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have that information source that | had and there’s hot,really that much.
’ information out there, you've .g_ot' your psychiatrist, and that's about it” - -

. (Participant 4, p. 14, Ln 21 - 28).

| 3.7. Perceptions of AD/HD

The participants descrii)ed both their-own percebtiohs'of other people wifh a .
. diagnosis of ~A'D/HD.and how.th’ey' believe. people wiithout the diagnosis .
perceive people with AD/HD. .~ These _exp‘eriehces will be» vdiscuvssed in turn

below:

3.7.1. Perceptions of bebple with a diagnosis of AD/HD

PértiCipa'nté gave 'accounfs,of o’the'rv people that they knew With a diagnosis of |
AD/HD.  What is perhaps most interesting abéut these éccounts, is that all of .
the ‘partic':ip'ants described o‘th‘ér people’s behaviours and characteristics that
they associated with ‘Havihg AD/HD bad’ as beihg_ ‘worse’ than their own (i.e.

none said “ have the worst AD/HD oUt of ev_eryon‘é | know"), for example: -

“They're like psychos. The kids are like psychos.r My auntie’s got it
reabll>y vbéd, much worse than me, she’s ré,ally bad...cos like ,shev’s,» like
' Wheﬁ she's, whén she’s _really méd and'éhe goes really mad and starts
ike punching - walls iand' stuff and she’s mad and like ‘every _ti.me‘ :
o sbm'eqne méntibns it .[AD/HD], it makes me think of that kind of person. - -

‘Like my auntie.”

(Participant 1, p. 4, Ln 13—21)




" The participants discussed some positive aspects of other people with AD/HQ;

(coded as ‘Good sides of AD/HD’), for _exampie‘, ‘Having a talent: . . - - - =

“_‘a lot of people who I've met who've got AD/HD they've always got one
: tspeciﬁc talent, 'm quite lucky, I've got quite good all round” |

(Participant 4, p. 18, Ln 44 — 46)
‘Being good at work’ and ‘Being clever'

. .-»b'ut they are, people with AD/HD normally are clever”

(Participant 5, p. 6, Ln 21 —22).
and ‘Being fast’ or ‘Being able to get an energy boost: |

‘Weil, sbrﬁé people as.in rugby players, some of them have AD/HD
and they control it, so instead of like getting angry with it, they only use - -
the -energeti_c side‘vof it so if they're really tired 6f rugby they can get a
big boost back and carfy ‘oh_playing ‘rugby" | |

(Participant 10, pp. 12 ~13,Ln 48 -2).

The participants also talked in 'negative terms about other pebple with AD/HD .

using their diagnosis as an ‘excuse’, i.e. as a means to avoid getting into

' trouble, for example:’




~*No..."oh- I+ broke ‘that: cos ‘I've got - AD/HD";..yeah,- ‘whatever!”

-+ (Participant 6 p.14,Ln 43).

3.7.2. Beliefs about how people without the dfagnosis perceive people L
with AD/HD- '

The barticipaﬁts talked about h'ow-‘ they beliéve those without the diagnosié
perceive vpeo'plevv}v'ith AD/HD. These.perbeption,s weré ali négative,,aridr

included ‘Being mad/aggressive’:

“..like I've told a few mates I've got AD/HD, and they say “oh what do
~you do, 'g'o mad invthe classroom and hit teachers ahd, that?” and that's
- what they think and that’s not it, that's what their stereotype is”

(Participant 8, p. 10, Ln 2 5)
~ and ‘Being _badly behaved'

“Yeah, 'you hear people talking about.kids in school being terribly.

behaved and this kid with AD/HD was sUspended or whatever’

(Participant 4, p. 11, Ln 38 = 39)
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4. Discussion

The analysis shoWé tha'f t_heﬁa_rtbipants’ e.Xpe_r.iencesAof A'D/HD }érex centred -

on :eXperiences," of ‘being in colntrolﬂ’ and ‘having AD/HD bgd’.j The analysis -~ ¢

also déscribes a range of other expériehCes that}‘impaCt upon fhe |ik’el‘ih60d of. -

the 'paﬁicipqnts expe”_fién_cing that they are ‘in controf Vo.r ‘h-avé 'AD/HD"bad".fl, .
-Additionally, the énalysis describe_s perceptions of people with AD/HD.:"__' those” "= 7 .o

of p_eb_ple with a ~d'iag‘n'osis (i.e. the par_ticipa'nts), and how the participarits e

believe people who do not have a diagnosis perceive them.

- Before the considering the implications of the analysis, a number of issues < . .

concerning recruitment and methodology will be explored.

4.1. Recruitment and'méthodologica_l issues

- It is important to acknowledge that theoretical sampling' could not be used in

the pres'ent study. Further, whilst the data‘ from participanté nine and ten’

indicated that the study was close to saturation, additional participants: would

. have been useful to confirm this. Both. of these issues arose from "the

difficulties in recruiting participants, and this section explores possible ,reas'ons: S

for this.

All of the other clinics in the region declined to assist with recruitment, stating. =

that they were already engaged in research with families of children and

~ young people with AD/HD. It is possible that many of the families who had -

been approached were alfeady involved in research. Further, othe'r.T'ravin_ee BN
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Clinical Psychologists both from the University of Southampton and elsewhere

'werejactively':éngaged‘:in;recru_itin'g. young people with AD/HD in the region, ... =7 .. &

. . Before app_roachingt;thez: schools, 'ad.\/ii'é;jejf{fw.a‘s;.;t sought from researchers -in: . =i .. 7 |

- Educational P.Sychology~'as‘toi"th‘e..;bestL”r‘r‘-t'eth‘od:ffor contacting them. - As ‘with. 00 :

. .the .‘olin'ics;zeet-he';‘-rnajority;"Of.f'the ‘schoots."a’pii'proach'ed..Were already engaged-in'- .0 i

. research;: could not commit .any time-to"assisting with the study- due' tor

-~ ongoing commitments, -or did 'not feel that. theyWould be: able to-identify. - -

potential participants.

Recrurtment of. undergraduate psychology students via an onllne ‘research = " :

credlt system also proved unsuccessful. The four students who. S|gned up
. had never had any contact wrth chrldren s mental health services nor had they”
heard of ‘the:term vr‘AD/HD" and as such, they "were not eligible to take part.

The students said that they had signed- up.. for the study, having seen .the

number of credits avallable W|thout readlng through the. advertlsement

. The o'eopteiattending:fthesupport_“groups (set up, but not run, by the NHS) o

that were approached apoeared enthusiastic about the study. However many
cited not having the.time to commit to taking part in.the study, even When '
- .offered ‘a _tele'phOn‘e-:;int_erview._ Several-of th-e"-'partictpants. described taking

part in after-school activitieS'rnostf‘daySf of the”week, and it is likely other
. young people-':We‘re.similarly active. - Further, ‘it is’ possible',.that “alternative -

- ‘methodologies; “such as ‘self-administered'vio.uestionnaire,- might have "been
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- seen aS“fitting- in more easily with the families’ other commitments.  This

Ame‘thod._waé rejected for a.number of reasons, inclu'ding that interviews allow =

for an exploration of the participants’ experiences and a qUestio'n‘n‘aire may

.. have: td.eté"rred";-‘:-Or_‘eVen"_':exciuded-,v_ those who' had ‘difﬁbulties with'-read,ing_;t-:_--w e, T

“and/or writing. < 17l

~To gain an understanding of why many young people chose not to. enquire -
-~ about, or take part'in, the study, it is important to consider methodologicall
issues_ which may have impacted upon their decision, in addition to factors

that are associated with the young people themselves. -

One of the main factors that ‘may have been responsible for the young people
choosing not. to take part may have been‘_ the wording of the study fitle
- '(“YOUng people’s experiences of AD/HD).in addition to the information sheets

. (see Appendix 4) where it _read__s-, -

-7 “this fstudy- is trying to explore what it is like for young people to have -
. AD/HD;.or what it*islike-’toﬁhave-difficultiés that are associated. with .

AD/HD (difﬁ(:ulties with concentration, hyperactivity and impulsivity)”. =

" This was changed during the ethics process and may have alienated those. - -
- who disagreed with their diagnosis, had not internalised it, or found the term -
- ‘AD/HD" to - be . stigmatising. The wording of the information sheet was -

changed during the ethics prbcess, and in hindsight, it may have been better
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to have used a title such as ‘What young people think about AD/HD’ and to. -

~ have descnbed the study in such: terms

“This may'aylsq,facco'untifor'Why those who were recruited to the study did not " - -
talk aboUt their experiences of the label that they had been given avnd.-stalkv.ed“"
about AD/HD from a realist ‘perspective - i.e; tﬁat they had internalised their

diagnosis. ' This. was a further limitation' of the current study, as i'deally-, the

. experiences;of,thos,e'whor had not internalised their diagnosis .of A,D/HD, would . ..

‘be explored. : This was also identified by Kendall and colieagues who found.. -

that the young participants with a diagnosis of AD/HD in their studies had also . -
internéliséd their diagndSes (Krueger & Kendall, 2001; Kehdal_l; Hatton,
Beckett & Leo, 2003’). It would- be interesting’.terxplore whether all young -
' peo'ple with a Iabel-of YAD/HD, and indeed, other diagnoses, internalise them,
and whether there are any differences béfWeen those who intérhalise’ the .

. diagnosis, and those who do not.

“Developmental factors may also have had_a’b.role in the participénts__giving
des'criptiovns’._of AD/HD from a realist pe_r’spective; and their ability to fully take
part in the study. Empirically-founded models of development have. long

shown that cognitivé abilities continue to develop into late adolescence and .

adulthood (e.g. Piaget's ‘Formal operatidn_s" pefiod; Piaget, 1952). Cognitive - . .~~~

abilities_that are acquired and 'developed dufihg'adolescence and adulthood
include: being able-to determine 'iogical’relatibhships between events and

experienbes, -thinking aboUt abstract concepts, drawing conclusions from the . -
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available ‘evidence, .being able ‘to consider and evaluate evidence that-is~ -~

* contrary to one’s own beliefs and perspectives (reasoning biases), being able -

to reflect upon one’s own e’xperience'from other perspectives, and having an . -

~ insight into’ the ‘dimensional nature of experiences (Hetherington, Parke &~ =~

- Otis-Locke, 2005). " In addition, adolescents are continuing to acquire and

“develop their  expressive - language  skills.  Given fhé'age-range of the

participants- in the- current study, it is quite possible that.they had not yet -

. acquired, or sufficiently developed, skills enabling. them to reflect upon and

- communicate complex internal -experiences, as demanded by the.nature of .
" the: current study, and this may have “impacted upon their ability to fully

- describe their experiences within the interviews.

* Further, difficulties with attention are a feature of AD/HD, and whilst this did
not appear-to be a problem for the participants in the current study, it may
have had an impact on their ability to fully consider the questions that were

. put to them.

" Future studies may wantto assess the abilities described above in potential -
- participants-prior to recruitment, to ensure that they will be able to understand
and answer the_'qUesti'ons’ put 'to/them, ensuring that they are able to

participate fully in the study.

During analysis, it appearéd that the theory was close to ‘saturation’, as the’

- data from participants ‘hine and ten could be incorporated: into the model that
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“had been generated. - It is possible that the participants in this study were a-

homo’genbus::s'ub-s‘ai'rﬁple of a.larger group of people with diagnoses of

AD/HD. . This would be in- keeplng W|th the above hypotheS|s for the difficulties -
'With recruntment and-would account for the reason why aII of those who took .
‘part in the study’ talked.jabout AD/HD from,realist perspective (i.e. that they

had internalised their diagnosis, and perceive AD/HD as a ‘real entity’), rather

than _dichssin’g WhatAD/HD means to them, as was the original aim of the

study.

In addition, the majority of the participants described their current experience .-

of AD/HD as ‘Being in control'. It is, therefore a possibility that the study may

have oniy appeaied to those who felt that they were ‘in control’ of AD/HD

~ Another p033|b|||ty is that some of the young people dld not take part as there

was no tangiblev reward for _domg so and did not see it as ‘being worth'their'

while’. The researcher inveStigated rewarding individuals for participating, but

‘the LREC had made it clear that this would not be approved, for feér of young

people being coerced into participating. Existing research (e.g. (Antrop, -

- Stock, Verté; W-iersema, Baeyens, & Roeyers, 2006) suggests that people

with AD/HD tend to be more sensitive to delays, and to avoid or escape from

the aversive experience of delay, they will sooner.choose smaller rewards in

the short term, than wait for larger rewards in the long term '(known. as ‘delay
-aversion’). The fact that this study asked a relatively large time commitment

~from participants, with no short-term, tangible reward I(the o‘nly reward being

to help shape future services for ybung people with AD/HD), may also have
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_-cohtributed to yéung peoplebhoosing not to take part.

" Had more :partici.paht_s been recruited, theoretical sampling WOuId have been- . - .

 utilised. The researcher ideally would have recruited you.hger participants, in- ....c e

particular those starting the process. of diagnosis ‘and intervention, .to. further

- explore different aspects of the analysis. -Additionally, adults would.have‘ been. - - :

recruited who had.beenv through' the systﬁem” as children, '(asv well as. those .. :

currently going through the system) to reflect past and current experiences of =

AD/HD. It would also have been interesting to recruit more females ‘into the
- study to exp]ore' a possibility of different experiences between thé ,se‘vxes,f
although this may have been diffiCuIt given that males with AD/HD outnumber -

feméles by three to one (NICE,_ZOOO).. -

Reflection on the study»has also " highlighted some othe’r -mevthodolvégical
issues, particularly concerning the interview .s'chedule and process. Firstly, it .
would have been helpful tb includevv_va question “such as “What does AD/HD
mean to you?” which would have. helped -to explore the participants’ .

experiences connected with the original aims-of the study. -

On reﬂectiOn, ‘some of the interview questions could be seen as biased, for .
~'example “Has there ever been a time when you have found it really hard to -
. concentrate on something? Can you tell me 'about that?” These items would =

have been better phrased as “Can you tell me a bit about concentrating?” .. -
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‘Further; during the interviews the majority of:the participants chose to be
accompanied by a parent or grandparent. There were many instances within’ .

: ithe"ft'ran'SCripts?Wherei;a..p,ar.eh't-'"'ijnterru’pt's,'.,orWhere,jthe-parent is ‘dominating” . -

) "vth'ef‘con'vié_rf‘séti‘c‘)n,*and"t'hus;;s'om,e..of;the‘*yQung:person’s ideas may _haye-.beéh TR

*“lost', despite. the ‘re.séla'rch.ér‘s"-a'ttem'pts:to minimise this. It is highly likely that . - -« -

' 'particip'antsi-‘couldffhot'-_-'zbe"‘_a‘s,'fothright with their-'opi_nions as they might have -~ i o - -

been without: their parents present, ‘especially - when discussing ‘issues S ;
" involving decisions made by parents, such. as not wanting to attend a clinic or - e e }

' to take tablets. . - . .. .. i i

It would have been in_ter'esting1to*triangu|afe the analysis, perhaps through the - -

~experiences of other family members and the partiCipants_’ ‘medical files.

Furthér insights may have been gained if ti’ie participants had‘ been given an

:oppo’rtunit"y"-; to give feedback on the- model of their experiences, once ' -

éatu'rati'on-had:been reached.

‘With the above ‘in mind; t“he:: impact and. utility of the analysis will now be -

considered. .. . ..

4.2. Insights from the analysis. - ..~

Control = i

The: analysis "has. revealed éﬁ"‘.,num.be.rﬂ,ofv_-interestihg insighté,i_nto the -

' 'exp'erie'nces'}:of young people with a diagnosis of AD/HD. Firstly how ‘Beingin : -

‘control’ is important, and that ‘getting in control’ was a goal shared by all
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participants, -

-~ "Being.in-control -is_.-the best feeling for someone withVIAD/HD-,-c-:'os;you_“ Sl

S _:;kn_ow, '-whateyer;hap"péns you can stopit” - -

.. (Participant4,p.15,Ln 15— 16). . -

; ;_‘T,heparticipantsv;_hadtan 4awar'ene‘Ss‘ of the-factors that'would'inﬂuencév’whve,ther_ S

. th-,ey experienced ;"H,avihg AD/HD bad’ or ‘Being in control'. One of the main- - -

~factors. cited as having a positive inﬂ'uen,ce_ on ‘Being in control’ was ‘Having . ..

.opport-uhities to make choices about situations’, as opposed to ‘Being:stuck in oo

- boring sitljétions’,'» which leads to ‘Being'boredv'a’nd ‘Having AD/HD-bad’. This
raises sv'ome inte‘reéting questions:' Is the nvée}d to ha.ve- opportunifieé for
- control over a situation any different for.pe.'ople with AD/HD when compared to
their peers without a diagndsié? If so, what constitutes cohtrol? Would young
v pedple' With AD/HD need écfdal cohfrol over ,the situation, or jUst need to
- perceive that _they_hay'e cohtrol?. In what way is the young people_’s ‘perc_eived
: .contr,ol*-}0ver : sitﬁations’ corfelated with their ‘pérceiyéd svever'ity-.:ofv _their_
AD/HD'? How much control 6ver situations would young people with AD/HD
}wish- to have? W:)»uld it be 'possibl_e”to for them to feel that they have too
much control, ahd if_so, is there an optimum-amou_nt;o’f control that_-Would ‘heIp
t‘(hemv toj'fuﬁction at. their bevst; and ‘be in con_trol’?._ - Would: her‘ingﬁyoUng C
people to feel more in .contr_o'!‘ of expérienpes that_they-associated With AD/HD
have an e_ffect,on"théir general WéII_-being,"_forf’éxample improving-self-esteem, S

“and if so, would these improvements in well-being be the same for a control -
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- -group of peers who were given some work around empowerment? oo

" The irfluence of ‘-Béing stuck in ‘t:)"oring situations’-on ‘Having AD/HD bad’-(via, "

- ‘Being bored) 'wés_r-'alsov;describ,ed within the analysis. This: may fit with
: '>'éxi$ting‘reéearch'that SUQgests that behaviours associated with AD/HD such -
‘as hyperéctivity are linked to, or indeed a product.of;, ,delay'ave'rsion in this~
populat.io'.‘n?,'~éspecially' in Sitﬁations ‘where -'therev is- no st.imulation‘ (An_tr_opi,"
*Sto‘ck; 'Vefté-,'. Wiersema, izBa"e_yehs,* & Roeyers, 2006); and that:_';sucH
“behaviours ‘are a function of people with AD/HD seeking ‘stimulation .(e.g. .

'A‘ntrop', »(Roéyers,Van Oost & B‘uysée,- 2000). Therefore, it is quite'poss'ible L

. that when they- find themselves ‘stuck .i,n"a'boring,situation’ they would be -

more likely to be experiencing ‘Having AD/HD bad’. it vwould be interesting to s
explore through fUt’ure.research',' whether having control over a situation that
- would otherwise -be. perceiVejd as "-boring’ would reduce the likelihood of

experiences associated with ‘Having AD/HD bad’. -

Percéptions.-foflAD/HD IR

" In addition tO"expe‘riénc‘es'regarding‘ ‘Control’, the'participahts discussed a
rang'é of beliefs about others’ ‘perceptions of péo'pl:ev with AD/HD. All.of,' the =
participants:believed that ‘AD/HD’ has negative -Connotatiohs for-thdse without -
-the diagnosis, such _ésl ‘Being miad’ or ‘Being badly ’behe.\Ved’, and that those

: peoplé do not hold any positive beliefs about_ AD/HD:

“You never- hear ‘anything positive about it, it's only ever the negatives
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. that come through™ - . -

(Participant 4, p. 11, Ln 40— 41).

- The participants’ gexperie'.nce's' 'éré “echoed. in. several studies Qf: teachers’,

pa‘rents’ a'nd:sibli_r'\gs', understanding'of AD/H_D (e.g. Bussing, Schoenberg &
- Perwien, 1998; Carlson, Frankenberger, Héll, Totten & House, 2006; Kendall,

| :‘1999;' West, Taylor, Houghton & Hudyma, 20_05). ’Iri Qnevsuch study (West, - -
~ Taylor, Houghton & Hudyma, 2005),‘ parents and teachers were found to be

- knowledgeable about the causes of AD/HD whilst having ‘rhisconvcep.tion's.

-about its ‘char_acteristics and treatment.

 T_here are also:péralvle'ls betweeﬁ the exp.eriences'of young people in this
study, and those of yo‘uhg ad.ult's with Aspergerfs:Syndro‘me (Portway &
- Johnson, 2003.)v,-namely feeling ‘different from normal .peoplé’. and that ofhers.
do not Undérst'and fheir difﬁ_culties. This poses a <juéstion; is this a feature of
‘being ,"Iabelled'.wifh_Aspegef’s 'Syndrome ..or AD/HD,V is it part of having a

diagnosis of any ‘mental disorder’, or are these common experiences of -

adolescencein general?

What was particularly. interesting about the descriptions of perceptions of
~ AD/HD was that almost all of the‘p‘articipa'nt’s used negative terms to describe
other people with the diagnosis (e.g. “muppets’, “psychos”, “mad”). Further,

~all of the participants talked about knowing people who had more ‘severe’

* AD/HD than they did.-




- Adolescents often affiliate themselves to social groups ('in groups’); and there -

is an increasing body of research that suggests that social identity and group = = -

- ' behaviour is ‘most apparent-.infthié'stagé‘ of life; given that’-adolesc':ehce,‘is a ;o

-period during which self-identity is defined. Group behaviour is increésingly -
thoUght_- to . impact - upon - social development and feelings of self-worth

~ (Tarrant, North, Eldridge, Kirk, Smith- & Turner, 2001). = Adolescents ‘are

"acutely aware -of the: social ‘status that is accorded to different social groups. *

arid this has an 'impaCt?fuPonvtheir-s;elf-eValuatiOn;- and percéiving oneself as
- affiliated to an _uhpopular or Qroup with lower status can have a negative
ifnpact ubon self esteem (e.g. Buh'rmester, 19'92).. ~ Evaluations of the status -
.'-o'f social grdups‘ are thothf to be'made through social v_compariso'n_s to other
. soéial Vgroups, both of higher ‘and'low_'e'r statué;'of which one does not s"eev
-themselves as a member (‘out-groups’). Positive evaluation of the ‘in group’.
by its members is thought to be dependent on their COmpa_rfng a range of
characteristfcs that they perceive as .deﬁning their group, to those of the ‘out
groups’. . When -grOUprrhembe'rs‘ make these comparisons, and form a
positive evaluation of the ‘in group’, feelings of self-worth are raised'amongsf_

" the membership.-

" There is an increasing body of research investigating the purpose and'effécts .
~of social comparison ‘in people with mental health diagnoses. In on'e such
study, Hedley and Young (2006) examined the relationship between. social

comparisons and»d'epressive symptomatology in-36 young people aged 10 to
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16 with Asperger syndrome. They found that perceived group membership to

a group of people with Asperger. syndrome was:significantly correlated with - - . ©

- scores of depressive symptoms.: ~ 0

Other..stﬁdi_'es' have found' that meking' ».‘a'}larg_'e' number of ‘upward social - .
- comparisons’, in- which beb’pl‘e’ compare: .th'e_msvelves to those pefce,ivedj.‘as i

| ‘being ‘in a b'etter"'.pOSition than they ere,' may be a significant. factor in
'rexberienc_es related io depreSsioh 'such-.‘_asj- low self;esteem (e.g- Bazn_ei',

‘ _Bro’r'ner, Hammelstein & Meyer, 2006). - -~ -

~The results from trhe present study suggest that there may be ‘in}groups’ and

‘out groups’ within the population of young"pe_op’le with a diaghosis of AD/HD,
and that the findingsfrom:the preseht etudy- eould be indicativev.of young
' péo’ple__with AD/HD using ‘downward _‘so.cial comparison’ to others with the.
“diagnosis, ‘as a .mean»s -Qf protec.ting“theif ‘s"elfv-esteem by vdi'stancing
themselves from av'grou.pethey-.perCeive as beihg stigmatised (perce.ive.d as an
"out'grOUp»’), “The dimensions by which these gkoups are defined, the nature of
- group membership, any socfel ‘comparisons, and how these grouﬁps fit'” with

other adolescent social groups would require further inVeStigation.

© 4.3. Clinical issues ’arising'frdm‘~the'analy5is '

It is important to note that many of ..the-_participants" described their

| ~experiences of CAMHS appointments as ‘boring’, e.g.




“I:~ Ohright, and Whaf sQrt-of things do you talk about with them?

P: Um...how does it feel? What do-you do? How does it feel, what

. do you.do, how does‘ it féel, what do you do, how does it"feel What do - - -

you do?! - _
"I And what's it like talking about that?

P:- . ...um, boring...”

From “the_'} pért.icibaht.s’.descriptions-,,.‘Bein.g 'stuck in boring s'ituét_ions’ and

‘being bored’ lead to experiences associated with ‘-Havihg AD/HD bad’, such =~
~“as ‘Not vconcentratin.g’. ‘Boredbrﬁ’ and }the subsequent ,eXperienceS'dufihg
app_ointmenfs may explain how some mzi'sunde'rstandings about what the term
‘AD/HDY means and.difficulties underétanding' :suggested vinter.ventivor_\s might- '

occur, e.g.

“ hafe'em when they’re like “oh we're going to try you onir new pills”, . -
why don’t you go and try it on a science rat or something, than using
loads of kids as like science experiments_; it fucking annoys me..." . B

- (Participant 6, p. 13,Ln 3 - 6) o

~ It is therefore important to consider how We can engage young péople with
: AD/HD in appointments sovth‘at. they will not expérience boredorh. ~According -

-~ to thé model generated in this study, it is _possible that giving the young . -
people mofe 60ntro| over the appointment, such as how Iong it Wil'l_lévst'FOr__.:‘ |

what "theyv'would' like to talk about, may help them to concentrate and to
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participate in discussion. " It may bé, that as clinicians, we need to think about . -
. how.we construct our appointments and co,v'er.the‘necessary topics in a more

creative and stimulating way. =~

- The. participants- were interested in AD/HD and wanted more information-

“about it —»which"for some of the. participants lead to having experiences -
| ‘associated wit.h "Being in cohtrol’; Some of the participants described feeling
worried -about going to the 6linic to fécieive a diagnosis, 'bﬁt thatvthesev,_fea.rs' s
subsided once they had gained a better unde’rsfanding of AD/HD. ltis highly . -
likely that participants are already given information about AD/HD during their
appointments but for some revasvon' théy are not able to access it. It may be
that it is too technicél, t.h_ere‘ is too m}u‘ch informration gviven" at one time, or that
the format in which the infofmation is giyeh» is pevrceived‘ as ‘boring’. A role for
the clihics would be to c_:onéuct research in order to identify,what is both
» needed'an‘d wanted by individu‘als, families and the WIder community (e.g.
schools); what information is already being_griven and _How usefu_l it is; to
identify the most _aCces‘s‘ibleand ,useful‘format(s) for giving informaﬁon; and to
explore at what point having thié information Woﬁld be most useful (e.g. before

~ diagnosis, after diagnosis).

The reSuIts-of the current study were presentedf at the clinic through which the
participants were recruited.  One can hypothesise as to what the impact of
this might be, but it is hoped that this may have stimulated thinking about the -

-difficulties that t_heéeyo‘u‘ng people face ‘and about .prbviding truly cli'en_,t-_:
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- centred interventions.

- 4.4, Fufure directions for research -

The results of the current study suggest a number of future directions for -

-research including: .
e To extend the current study to a wider group of people with a diagnosis of

AD/HD, p‘arti'cularly those who have not internalised their diagndsis‘if,

- ‘possible, in order to ‘u’_Se theoretical sampling, and to reach saturation.
This couild 'be achieved using focus groups of families ihc‘luding a young .

. person with a diagnosis of AD/HD, approaching adults” and young children,

* with diagnoses of AD/HD or accessihg’ an on-line support forum.

e To explore whether all young people with a diagnosis of AD/HD, and other

psychiatric labels, have internalised thei'r-label, and to détermine what
~ effects this might have for those who do and do not invt_ernalise their
diagnosis.

e To conduct longitudinal studies of experiences, in which. participants are

followed ~ from pre-assessment, through assessment, 'd'iagnosi_s and
intervention, to explore whether participants have expei‘iences associated

" with ‘Having AD/HD bad’ and ‘Being in control’ and whether these change |

over time.

e To further explore issues around ‘control’ in situations, - starting with .

"whethe'r the need to have opportunities:for control over a situation is

any different for peopie with a diagnosis of AD/HD when compared to -

peers'WithoUt' a diagnosis. If this were the case, it would then be
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interesting - to investigéte the _researCh questions posed on pages 109
and 110. |

+ Toexamine issues regarding stigma associated with a labe’ll of AD/HD. . -
. ‘To‘.‘e‘xplore downward "‘"sbcial comparisoh with this population and what

function it mighf Serve for therh. |
e To 'eXpId'r‘e'-- best-practice for engaging ‘young people in CAMHS -
Cappointments. |
e To 'idént;if»y'f what’, information abd’ut’AD/HD is wanted by t_h_e" young - -
»"pebpl’e"a’hd'their families ‘and ‘to find the most useful and: accessible

- format for providing this.

' 45. Conclusions =

The present stUdy set out to explore young people'_s. exp‘eriehces ‘of AD/HD.
Recruiting participants pfoVéd,difﬂcult, as young people with AD/HD are a
widely researched 'bopulation. It may’be'that in fUture, researchers may wish -
to co-ordinate their work -in order to avoid over-studying the p_bpulation.
Further, avoiding potentially stigfnatiéing“léhguage in information sheets and
being able to reward the participants for their time may be important in helping

recruitment.. © "

From the ‘analysis. of ‘the - participants’ accounts, it appeared ‘that their -
= experie'nc'es of AD/HD are centred on two: éreas of experiénce concérning.,
~ ‘Controf’, termed ‘Having AD/HD bad’ and ‘Being in control’. A number of

' factors in'ﬂuf'enced the . participants’ experiencé of 'contrdl, including ‘Being
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‘stuck in tboring‘:'sitUations’-;énd""Havingr'..‘ opportunities- to make .choices in - .
situations’. The ‘data also suggested that perceptions of AD/HD,'bothzthe' '
-parﬁcipa_nts’ own, and their beliefs about other peoples’ perceptions, -are - . -

~ important in-understanding how the diagnosis is experienced.

) .vFutvure' ‘.resea‘rch.ivn;_this area may first wish to ,ektend the current study. to a
v.‘wider_population‘of people with a_dia'gnosis of AD/HD. A number of research
o xquestionvs‘fqr-futures‘t_udies were genérated from the parﬁcipants' accounts of =

- AD/HD, in-particular; focussing on issues. Conc"erning-r experiences of control; -

- experiences of stigma; the existence and 'ppténtial function of downward

social comparison in this population; best practice. for engagfng young people
“in mental health services; in addition to'explorinvg-‘information giving for young

people and their families.

‘Through further reséarch,'we can better under,s_tvahd the wants and. needs of
young people with.a diagnosis of AD/HD and their families, and, in turn, how

to give thém this help in an increasingly client-centred way. .
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1 - Appehdix 2: Semi-structured Interview Schedule




-InterView schedule: _

- and your experrences
] would hke to start by asklng you about yourself
o .How Would you descrlbe yourself to someone who does not .know ybu? |
« How would other people describe you? | |
. Are there' things that you find easy to do? Can you tell me about that?

o Are there thlngs you flnd difficult to do’P Can you tell me about that? .

for somethmg’7 Can you tell me about that’?

e Has there ever been a time when you found it really hard to»
concentrate on something? Can you tell me about that? S

"o Have you ever heard of AD/HD? Can you tell me about the time when
you first heard about it?

e Have you ever seen anybody about AD/HD? What do you remember
about what they said or did? :

e Have you talked to your famlly or friends about AD/HD? Can you tell
me about that / those tlmes’? :

| Examplee of prompts (to be used only when necessary):

What did you think about that?
Have there been other times like this?

o lIs it always this way?

‘o Are there times when it is different?
Can you tell me more about that?
What happened next?
Where were you? ’
Were you with anyone? Who were you with?
What did you do?
How did you feel?
Did you talk to anyone about |t’?

o What did they do?

.o What did they say?

~Remember that there are no wrong answers because | am mterested in. you I

e Has there ever been a time when you have found:it really hard to: wart o
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University of Southampton  Tel  +44 (0)23 8059 5321
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Southampton . Emall

SOI7 IBJ United Kingdom -

PART!CEPANT INFORMATION SHEET
Young Peoples’} Experiences of AD/HD

You are being invited to take part in a research study Before you decide, it is
important for you to understand why the research is being done and what it

will mvolve

Please take time to read the following information carefully and talk about it
~with others if you wish. Ask us if there is anything that is not clear or if you -
would like more information. Take tlme to decnde whether or not you WISh to_ .

take par’t
; Thank you for readlng thls
What is the purpose of the study‘?

This study is trying to explore what it is like for young people to have AD/HD,
or to have difficulties that could be described by the term AD/HD; and their

experiences wlth clinics that they may have been to.

Why have | been chosen?

~ You have been chosen beeause this study is for young' people with AD/HD, or
- diffi cultles that could be descnbed by the term AD/HD, such as yourself. ’

What are the rlsks of taking part"?

We do not expect that there will be any risks to you from taking part.in this
study. You may find that there are questions in the study that you do not want
to answer. If this happens, you do not need to answer those questions, and
you do not need to give a reason why you did not answer them. S

" Do | have to take part?

It is up to you and your parent/guardian to decide whether or not to take part.
if you do decide to take part you will be given this information sheet and asked
to sngn a consent form on the day of your interview. You will get to keep a

- copy of both this information sheet and the consenl form . o

If you decide to take part you are free to change your mind at any time and
you would not have to give a reason. A decision to stop the interview at any

- time, or a decision not to take part, will not affect the standard of care you

- rece:ve now or in the future. No one will be upsst if you c‘eude not to take
part . -
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Will | benefit from taking part?

You may, or may not, benefit direcily from 'takmg part in the study. The
information that you provide us will help us to better understand' young
peoples’ experiences of AD/HD and the clinics that they have been to. We-
hope that this erI help us to rmprove the standard of care that you and others

- receive. }?f IR
What wrll happen if 1 choose to take part'? |

“Your parent/guardran will return the slip on thelr form in the envelope
provided. Once this slip has been received, your parent/guardian will be
contacted to arrange an interview at a time that is good for you. On the day of
‘your interview, both you and your‘parent/gua'rdran will be reminded about the -
purpose of the study, and asked to srgn a form to show that you both glve

~ your consent to take part.

The interview will last no longer than 1 hour. If you find that this is too long, -
you can take a break, or the interview can be completed in ftwo or more .
sessions. You will be asked questions about your experiences of AD/HD, and
what it was like to go to the clinics that you may have been to. The interview
will be tape-recorded (on an audro tape) :

There are no wrong answers to the questlons - we are mterested in. your
expenences and how things have been for.you.

| Will my taking part be kept confidential?

All lnformatlon collected during the study will be kept strictly confidential. This -
means that the information you give will be kept private, and there will be no
information that could identify you. The tape used to record the interview will
be kept in a locked cabinet, and kept separate from anything that could
identify you. The: interview will be typed up, and any information you gave
which -could identify you or your family, (for example your name, address :
name of your school) will be completely changed, or taken out.

What wrtl happen to the resul% of the study?

A report of the study wiil be written. You can have a short version of the

results of the study if you would:like them. - If you would like the results, please

~ ask for them. Your name, and any information that could identify you or your
famrly, will not appear in the report that is. written. . o

Who is orgamsmg and fundmg the research?

The research is being organrsed and funded by the . Unrversnty of -
Southampton . o
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Who has reviewed the study? |

The Local Research Ethics Committee has reviewed the study. Thisis a.
- group of people who meet to decide whether a study is ok, and wull not harm s

_ people who choose fo take part
Contact for further mformatuon

if you have any quest|ons please contact

Xavier M Brooke, Trainee Clinical Psychologvls't Clinical Psychology, Schoolof

Psychology, Shackleton Building, Highfield Campus, University- of
Southampton Highfield, Southampton SO17 1BJ _

Or emall xmb103@soton acuk
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PARENT/GUARDIAN INFORMATHON SHEET
Young Peoples’ Experierices of AD/HD |

Your child is being invited to take part in a research study. Before you and -
- your child decide, it is important for you to understand why the research is

" being done and what it will involve. -

, Ple_ase} take tl‘me to read the following information carefully and talk about it
- with others if you wish. Ask us if there is anything that is not clear or if you
would like more information. Take time to decide whether or not you WISh

your child to take part.
Thank you for readlng thls :

What is the purpose of the study'?

This study is trying to explore what it is like for young people to have AD/HD,
or what it is like to have difficulties that are associated with AD/HD (difficulties
with concentration, hyperactlwty and impuisivity). The study is interested in
~ young peoples experiences of these difficulties, and also their experiences of
- the services that they have received in relation to these difficulties.  The
information gathered from this study will give new insights into what the actual
experience of AD/HD. is like for young people, helping us to better understand
-the condition. In addition, the information will help to inform future
developments and improvements to the services that young people receive for
these difficulties. To achleve this, the results from this study will be presented
to the Team at §§ #8. [t is hoped that the results of this study will be

'publlshed ina peer—reweed journal

'Why has my child been chosen?

" Your child has been chosen because this study is for young people with a
| duagnosus of AD/HD, or those whose difficulties could be descnbed by the

erm AD/HD but do not have a formal dmgnosus

What are the risks of taking part?

We do not expect that there will be any risks to your child from taking part in -
~ this study. They may find that there are questions in the study that they do

not want to answer.  If this happens they do not need to answer those-
questions, and they will not need to give a reason why they chose not answer

them.

© University of Southampton .Tel +44 (0)23 8059 53Zt
- Highfield Fax +44 (0)23 8059 2588
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- Does my chiid.haye'to take part? ”

It is up_to you and your child to decide whether or not to take part. If you both
decide to take part you will both be given an information sheet and asked to
- sign consent forms on the day.of the interview. You and your child will get to '
keep copies of both the information sheets and the consent forms '

If you and your child decrde to take part, you and your child are strll free to

~ withdraw at any time and you would not have to give a reason. A decision to
-withdraw at any time, or a decision not to take part, will not affect the standard
of care you or your child receive now or.in the future. No one will be upset

with you or your child, should either of you choose not to take part. ‘

_ Wr!! l or my chs!d benef‘ t from takmg part?

You and your chrld may or may not, ‘benefit directly from taking part in the
~ study. The information that your child provides us will help us to better

understand young peoples’ experiences of AD/HD and their experiences of
- the services that they have been to. We hope that this will help us to improve
the standard of care that you and your chlld receive. . ‘

‘What will happen if 1, and my child, choose to take part?

If you and your Chlld choose to take part, you will be contacted once the reply
slip at the bottom of this form has been received (using the envelope
provided), and your child will be asked to take part in an interview at a
convenient time. On the day of the interview, both you and your child will be
~ asked to sign forms to show that you both give consent to take part |n the

study

The mtervrew erI last no Ionger than 1 hour. If your child finds that this is too
- long, they may take a break, or the interview can be completed in two or more

. sessions. . Your child will be asked questions about their experiences of
AD/HD, and what it was like to go to the clinics that they may have been to.
Your child can choose not to answer certain questions and if they do so, they
do not have to give a reason for not answerlng The interview will be tape-

~ recorded (audlo recording onIy)

- There are no wrong answers — we are mterested in thelr exoenences and
~ how things have been for them.

Wil my child’s taking part be kept confi dential?

Al mformatron coliected during the study will be kept strictly confi dentlal This.
" means that the information they give will be kept private, and there will be no
~ information that-could identify you or your child. The tape used to record the

interview will be kept in a locked cabinet, and be kept in a different cabinetto .

the one that contains any identifiable 'information about you or your child.

grsion2 " 3March2006 |
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The interview will be typed- -up, and during this process, any rrtfdrrnatron you
~gave which could identify you or you child (for example your child’s name,
‘names of other family members, your Iocatron) will be changed or removed .

' to protect your ldentrttes

Should your child. dISCUSS any ISSUGS that show that they are at_ risk tO,:

themselves, or to others, the interview will be stopped. Your child would then.

‘been - informed of: the reason why the interview has been stopped.. Your
.child’'s doctor at €S or the duty doctor, would then be contacted to--
discuss the issue that has been disclosed. This would be the only case in
- which your child’s interview would be discussed with someone else whllst they

can still be identified.

 What will happen to the results of the study?

A report of the study will be 'written,v'and the findings will be presented to staff
at the clinic. A summary of the results will be made available to you on

request. The report will not contain any names, nor will it contain the name of

the service your child is.currently attendmg
Who is orgamsmg_and funding the research?

The research is ‘being organised and funded by the University of
Southampton. A . - ' .

Who has rev.ieWeﬂ the study?
The Local Research Ethics Committee has reviewed the study.

Contact for further informatton"

If you have any questlons about the study, or Wlsh to request a summary of_

. the results, please contact:

Xavier M Brooke, Trainee Clinical Psychologlst Ctrnlcal Psychology, School of
Psychology, = Shackleton Building, Highfield Campus University - ,of
Southampton, Highfield, Southampton, SO17 1BJ. : S
Or emarl xmb103@soton ac.uk .

mean that vou have given vour consent to take part — vou and vour child will be asked for vour consent-
on the day of the interview. You do not need to give all of the contact details below — onlv the one by

.whrch you would jrefer to be contacted:

: "Contacttelephone ....... ...... ;.v.‘....t.'....Email;..:.;...;.........Q.t.t-,.v..,:

Contact address:.................. O TSI NSO o

Version 2




" ON HEADED PAPER

" Head Teacher

".Name of School - -
Address '

20" June 2007
- Dear [HEAD TEACHER],
, For the attentlon of the Speclal Educatronal Needs Coordmator

My name' is Xavrer Brooke and | currently fi nrshrng my Doctorate in CIrnrcal

- Psychology-at the University of Southampton. As part of my Doctorate; | am

| conducting research, looking at young peoples’ experiences of AD/HD, and
would to ask if you would be able to help me to contact young people who ’
may wrsh to partrmpate in thls study :

I am lnterested in young peoples expenences of dlfflcultles associated wrth
AD/HD (difficulties with attention/concentration, impulsive behaviours, and
hyperactivity). | am also interested in their perspective of any involvement
they have had with the health services. In order to gain an insight into these
experiences, | ‘am -interviewing young people with- AD/HD about their
experiences. All - information gained from -the interviews will remain
anonymous. The study has been reviewed by the School of Psychology.
Ethics Committee at the Unrversrty of Southampton and the Local Research -
 Ethics Committee. , o

| am hoprng that this research will provrde |nformat|on on what itis like to have
AD/HD and to help shape future services for people with AD/HD.

- lam Iooklng to recruit young people wrth a dlagn03|s of AD/HD, or those who

have been tolocal services for difficulties that could be described as AD/HD

- (but have heard. the term AD/HD used in relation to their difficulties).l have - -
“enclosed the letter for: parents/guardrans in' addition to information sheets for . " -

" both parents/guardians and the young people, which give more details about

the study. | am simply asking you to forward this information to parents of .

young people who meet these criteria. There is no implied endorsement by
the school and the study will not impact on the school in any way. The main’ -
~difficulty | have is in locating the young people | need for this study, and it-is -
for that reason that l am askrng if you would be able to help. :

I would be happy to vrsrt the school to drscuss my research and answer any‘[ 3
‘questions that you or the other members of staff may have. ,




If you would be interested in the research or would like to find out more,
~ please do not hesitate to contact me by emall xmb103@soton ac.uk, or by
telephone 02380 XXX XXX .

Many thanks in advance

" Yours sincerely

Xavier Brooke
Psychologist -
University of Southampton
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’ PA@'RTECAPANT CONSENT FORM
Young Peoples’ Experiences of AD/H

Xavier Brooke - -

Department of Clinical Psychology
Highfield Campus

University of Southampton
Highfield

Svouthampton

S0O17 1BJ

" Please initial box

1. 1 conf" irm that | have read and understood the |nformat|on sheet dated 12th
‘September 2005 for the above study _

2. | understand that my patrticipation is volunfary and that | am free to
withdraw at any time WIthout my medical care or Iegal rights being
restricted. _

3. I am wﬂhng for the interview to be audlo-taped

4. |agreeto take part in the above study

Name -  Date . Signature

Researcher ’ Date Signaturé "

1-copy for Parent/Guardian, 1 for participant, 1 for researcher, 1 for medical_notes :

Varsion 1 Submissicn date; 11m1/ne

of §@M{Qhampt@ﬁ o Doctoral Programme in Chmcal Psychology A
' ’ | University of Southempton o Tel’ 44 (0)23 8059 532i |
Highfield . .Fax +44 (0)23 8059 2588 ..
Southampton T Email :

Meetmg date 22/02/06 :

SN

oo d

Cend




Umvesﬂsaty

Doctoral Programme in Chnrcal Psycho!ogy

SO!7 18) United Kingdom

_%PAR%ENTIGUARD!AN CONSENT FORM
Young Peoples’ Experiences of AD/HD

Xavier Brooke :
Department of Clinical Psychology
Highfield Campus :
University of Southampton
Highfield

Southampton

S017 1BJ

Please initial box

1; | confirm that | have read and understood the mformatlon sheet dated 12
September 2005 for the above study

2. 1 understand that my child’s p‘articipatidn is voluntary and that they are free
to withdraw at any time without their medical care or legal rights belng

- restricted.
3. 1 am willing for my child’s interview to be audio-taped. =

4, | agtee to for my child to take part in the above study.

Ntathe‘dt'det-er'tt/é‘dardian Date v Signétdre
Name of participant R Date - Signature
Name of person taking Date : - Signature

Consent (if not researcher)

- Researcher Date ‘Signature

1 copy for ParentiGuardian, 1 for participant, 1 for researcher, 1 for medicai notes
I ' v

- Xavier Brooke ;-

of S@uthamptt@n o _.
: " University of Southampton Tel +44 (0)23 8059 5321 .
Highield . Fax +44 (0)23 8059 2588 .
" Southampton Email SR

- Submission date: {1/01/06
. Meeting date: 22/02/06 . -

L
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- Examples of Field Notes

Part:c:pant 1: a :
Participant 1 was interviewed at home, and had just fmlshed a long day at

school and the rest of her family were busy in the room adjacent to where the . AT
_interview was taking place. She seemed very eager to “get on™ with the - -

“interview. | think that she found the background noise distracting at times.
' She appeared quite shy at first, and seemed somewhat embarrassed about. -
the tape recorder — maybe. it was because her family were around? | had
suggested we find somewhere else, or meet at another time but she said she-

‘was quite happy to continue. After the first few questions, she soon chatted -
quite freely, and answered-all questions. After the interview, | asked her if she -

had managed to say everything that she wanted to and she said yes.  She
- asked me how many people were taking part and | told her that | was havmg
difficulty with recruiting participants, and only a few people had ‘signed up’.
She said that it was “disgusting” and people “have no right to complain if they
. don’t stand up for themselves and do something like this”. | wonder if she has
taken part as she has a story to tell? || wonder if the same might be true of the
- others — there is, after all, no tangible reward for taking part. | think maybe
that'| could do a bit more rapport building before the interview next time.

Participant 4 - -
Participant 4 was interviewed at home with hIS mum and sister in a dlfferent

room. He was particularly eloquent (and seemed to be academically very
bright) and perhaps, because of this, he seemed particularly able to discuss
his ideas fully, with little prompting. . He seemed to be driven to achieve his
‘full potential’, in school, with his music and with his sporting activities. | found
- his discussions about people not understanding about AD/HD fascinating, and
his anger at people promoting misconceptions about AD/HD came over
strongly. After the interview, he talked some more about going to clinics and
not understanding why he was there, and what exactly they were trying to-do
to help. He talked about finding this frustrating, and when his Mum joined us,
she also described -feeling that the clinic (when they first went) was a
confusing and frustrating process. | really think that this partlcrpant had a
story to tell - to put misconceptions about AD/HD to rest’?

Participant 6

Participant 6 was interviewed at home with his Mum present. He was, as he
described, a very bubbly person, who seemed excitable, and he squirmed in
his seat during the entire interview. | did not get the impression that he was
squirming because of the interview - | rather think he found sitting for that
length of time uncomfortable. He seemed quite eager to make me laugh and
crack jokes before the interview started, and | wondered whether expressions -

such as “pill-head” and ‘| take tablets because I'm mad” were to shock or - o

entertain, or whether these were his true feelings. | think as they feature quite - -
heavily during the interview, | may have to ponder this some more, before
assuming that this is a reflection of his true feelings about having the label. -
After the interview he asked me about what would happen with the interviews
and l explained about writing it up etc. -
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iy 'ST A}cb A A et SOUTHAMPT@N & SOUTH WEST HAMPSHERE
w7 ST R RESEARCH ETHQCS COMMEWEES (=) KA.
: Floor Regents Park Surgery "

S 18 April 2)0055- i?‘-..‘"? SRS

N vb R '\ - Southampton -
' ' . Hampshirs

.MrXavrer Brooke I _ - ~ SO164RJ
Trainee Clinical Psychologrst o R ol - 0 036 o
Clinical Psychology, _Umversrty of Southampton ) SRR L ‘ogg 303 o g:gg =

~ Highfield Campus .. L | )  Rax 02380384110
Highfield . . o L A
‘Southampton - * g ~ Email: GM.E.hio-au. SWHRECB@nhs.net

~ SO171BJ

Dear Mr 'Broc')tc‘e‘_ « | |
"AD/HD: Young People s Expenences Of A Labet

“ ... Diagnosis And Intervention ' -
REC reference number o 06/Q1704I1 5

Full title of study: i

Thank you for your: !etter of 06 Apnl 2008, respondmg to the Committee’s request for. further
information on the above research and submlttrng revised documentatron S

The further information has been considered on behalf of the Commrttee by the chair.

Confirmation of ethical opinion

On behalf of the Committee, | am pleased to confirm a favourable ethical opinion for the above
research on the basrs descnbed in the apphcatron form, protocol and supportmg documentation as

revised.
Ethical review of research sites

,The Committee has de_s_lgnated this study as exempt from snte-specrt“ c assessment (SSA). There is
no requirement for other Local Research Ethics _Commrttees to be informed or for srte-specrt' c

assessment to be carried out at each srte

| Condrtrons of apprcve!

The favourable opinion is given prowded that you .comply with the conditions set out in the attached
document. You are advrsed to study the conditions carefully : T -

- Approved documents

The final list of documents revaewed and epproved by the Commlttee is as: foilows

‘ 09 January 2006
Investigator CV for Mr-X Brooke - 01-December 2005
investigator CV' for Edmund Sonuga-Barke N . 5 _
Protocol . b1 ' 11 January 2006
Covering Letter : , ' 08 January 2006
Summary/Synopsis - - : R 1 11 January 2006
: . - 08 December 2005

| Letter from Sponsor

.k

ic Health Authorrt\f ‘

»Pem Street; Shirey . -




0881704/15
Petr Review ' - o |22 January 4006 co e
Peér Review from Cathenne BngnelllRomola Bucks O v v SR

- | Peer Review - Lucy Yardley _ . L RS 05 Apni 2005 SN B

| Compensation Arrangements s 107 December 2005 | po
Interview Schedules/Topic Guides - R 111 January 2006 -

| Participant Information Sheet - Participant "2 | 03 March 2006
Patticipant Information Sheet - Parent/Guardian i2 103 March 2006 |
Partticipant Consent Form - Parent/Guardian i 11.January2006 - [
Participant Consent Form - Participant '} K 11 January 2006 | 4
Response to Reguest for Further Information’ EEa .06-April 2006 -~ )
Verbal information to be given prior to interview. S | © ] 12.September |

' ' L : ' : L 2005

Research governanceapprovaﬂ

_You should arrange for the R&D ‘department at all relevant NHS care organisations to be‘notlf' ed that -
the research will be taking place and provide a copy of the REC apphcatron the protocol and this -
letter. ; o B

All researchers and research collaborators who W|ll be partrcrpatlng in the research must obtain final o
research governance approval before commencing any research procedures Where a substantive
contract is not held with the care organisation, it may be necessary for an honorary contract to be

issued before approval for the. research can be given.

. Statement of compliance

The Committee is constituted in accordance with the Governance Arrangements for Research Ethics
Committees (July 2001) and complies fully with the Standard Operatmg Procedures for Research

Ethrcs Committees in the UK..

] 06/Q1704/15 Please quote this number on all correspondence ' o ]

Wxth the Commlttee s best wishes for the success of. thls project

Yours sincerely

| ag Dr Raj Patel
Chair

Email: GM.E.hio-au. SWHRECB@nhs.net

Enclosures: | e : . - R
’ ~ Standard approval condifions SL-AC2 for other studies
Copy to: “University of Southampton -

Dr. Martina Dorward, Research Governance Manager '
Legal Services, University of Southampton
Hight" eld, Southampton

SF 1 fist of approved sites
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nformation systems services - o - e
o j-."?*ﬂ

INBOX Compose Folders Options Search Address Book Help Logout v

| INBQX Ethaes Applacataon (237 of 247) @ f Move | CopyiThis ”ﬂessage o |
' ‘_Delete | Reply | Reply to All | Forward l Redirect | Message: ource | Vle” SpamAssassm Reportl Back to INBOX . -
Save as | Print : s -
Date: Tue, 1 Nov 2005 10 45 4 : ,
From: “‘Smﬂh K. ..{;<K M. Sm:th@soton ac. uk> @
- To:- vmb103@soton ac. uk@ B L
_Stbject;., Ethics Application
 v Dear Xav1er',

_ Re: Young People's Experiences_of ADHD:
Assessment and Intervention A 
The above titled appllcatlon was approved by the School of Psychology

'Ethlcs Commlttee on 31 October 2005._’%

Should you require any further information, please do not hesitate in-

contacting me. Please quote reference CLIN/03/97.
Best wishes,
Kathryn

Miss Kathryn Smith

Secretary to the Eth’ics Com'mi_ttee
School vof Psychology - |
University _of Southazﬁp_ton

Highfield o

Southampton 8017 lBJ .

."‘-'I_‘el*: 023 8059 3995 Fa;; . 023v8059 2606

- Email: kms@sot-on,ac.uk.

Delete | Reply | Reply to All | Forward | Redxrect i Message Source l View SpamAssassm Repor‘l ‘Back to INBOX 4
Save as | Print . B

'Moye | Copy ﬁ his message to

https://webmail.soton.ac.uk/horde/imp/message.php?index=1401
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=|;n‘¥tr:arma.tm:m systems services

IN EOX RE: Ethaes applacaﬂon CMN / 03 / 97 ma,_v'e |copy§.Thi$meSSa‘_ge to -
(127.0f247) 8@ . TR
~ Delete | Reply’|: Reply to All { Forward | Redirect | Message Source | View SpamAssassm Reportl Bac;k-to INBOX - <
'_‘Save as] Print . ; ‘ - o e

y ‘Date:. Mon 25 Sep 2006 15 44:57 +O1OO o
From: ,"Ingham R.J." éRoger Ingham@soton.ac.uk >@
. To: xmb103@soton.ac. uk & '
.. Cez. "Smith K.M.? <KM. Srith@soton.ac.uk>&
Subject: RE: Ethlcs application CLIN/03/97 .

Dear Xav . =~

To av01d more work you can consider. your request (and. this reply) as agreement to
- this. proposed amendment o : A R T

I hope the recrultment s1tuatlon 1mproves as a result'
,_’Best_w;shes .

~ .Roger

Professor Roger ‘Ingham

.Director, Centre for Sexual Health Research
' School of Psychology

University of Southampton

Southampton S017 1BJ, UK

tel: +44 (0)}23 8059 2587
fax: +44 (0)23 8059 4597

e-mall rl@soton ac. uk

web: www.socstats.soton.ac. uk/cshr

From: xmblO3@soton.ac.uk [mailto:xmblO3@soton.ac.ukl]
Sent: Mon 25/09/2006 15:31 ’

To: Ingham R.J.

Subject: RE: Ethics appllcatlon CLIN/03/97

. Dear Roger, »

.I have eth1c= approval for my study- ‘which J.nvolves 1nterv1ew1ng young - people
with AD/HD, and have applled for an amendment so that I can appretach support
groupd to recruit more participants. As I.am still having difficulty
recruiting, I was wondering about offerlng 1nterv1ews over. the telephone, .

-'irather than face to-face.

Obv1ously, I would obtain written, informed consent from the participants
and their parents, and they would be approached through the organiser of
their support group; but would I need to aplpy for a further amendment
before I could offer t:hJ.s serv1ce to the partlclpants"
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Webmail :: INBOX: RE: Ethics application CLIN/03/97

* Many thanks in advance,

Xav .

‘ Xav Brooke,
Trainee Cllnlcal Psychologlst

Quoting."Ingham R.J." <Roger.Ingham@soton.ac.uks:

Dear Xav -

I don't see any problem with this in principle, but I wonder whether you
.could please let Kathryn Smith have a copy of the letter that you would
send to the groups before we approve it? She will then let me have the
complete file with the requested amendment for consideration. There is
no need to re-submit an application - just a brief note (like the one
‘below) with the new material is enough.

Best wishes

Roger

Dr ‘Roger Ingham

Reader in Health and Communlty Psychology
(Director, Centre for Sexual Health Research)
School of Psychology

University of Southampton

Southanipton SO17 1BJ

tel: 023 8059 2587
fax: 023 B059 4597

e-mail: riesoton.ac.uk
web: www.sdcstats.soton.ac.uk/cshr/

----- Orlglnal Message----- '

From: xmblO3@soton.ac.uk [mailto:xmbl03@soton.ac.uk]
- Sent+—29-June-2006--13:35

"To: Roger.Ingham@soton.ac.uk

- Subject: Re: Ethics application CLIN/03/97

Dear Roger,

In. October 2005, the School Ethics Commitee approved my study entitled,
"Young People's Experiences of ADHD: Assessment and Intervention", a
qualitative study which is being supervised by Edmund Sonuga-Barke.

am
still in the process of recruitment, and would like to approach non-nhs

‘adhd support groups to see whether they may have members who may be
1nterested in partlclpatlng in the study. ’ :

I.

T wanted - to know whether my prev1ous ethics appllcatlon would allow me
to go.

ahead w1th thls,vand Edmund suggested that I contact you.

I would be most grateful for your adv1ce,

Many thanks in advance,

Xav

- Xav Brooke
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INBOX: Amendment to Ethics Application .Movel_Copy, This message to
CLIN/03/97 (173 of 217) €@ | '

Delete’| Reply | Reply to All'| Forward | Redirect | Message Source | View SpamAssassm Reportl ~ Back to INBOX .
~ Save as | Print , , A B

Date: Thu, 6 Jul 2006 10 04: 41 +0100
From: "Smith K.M.” <K.M.Smith@soton.ac.uk> &
To: xmb103@soton ac.uk & _
Subject: Amendment to Ethics Appllcataon CLIN/03/97

Dear Xavier

Re: Young peoplé's expéri»ences of AD/HD:

Assessment and Intervention (CLIN/03/97)

The amén_dment you irequésted to make to the above titled application
was approved by the ‘School of Psychology Ethics Committee on -

5 July 2006.

Should you require. any further information, please do not hesitate in.. .

contacting me. Please continue to quote reference CLIN/03/97. '
Best wishes,
Kathryn

Miss Kathryn Smith

Secretary to the Ethics Committee
School of Psychology |
University of Sou;hampton

‘Highfield

.Souﬁhampt‘on s017 1BJ

Tel: 023 8059 3995 Fax: O23v8059 2606

Email: kms@soton.ac.uk

21/12/2007
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| information systems services
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'INBOX Compose Folders Options Search Address Book ‘Help Logout

INBOX: ethics amendment (90 of 216) €@ Move1c°py This message to

Delete-| Reply | Reply to All ] Forward | Redlrectl Message Source | View SpamAssassm Reportl Back to INBOX <
Save as| Print . _ B

Date: Tue 16 OCt 2007 15 34 25 +0100
From: "Seiter B." <B.Speiser@soton.ac.uk> &
- -To: xmb103@soton.ac.uk &

' Subject: ethics amendment

:Dear xav, .’

I 'just wanted to let you know tha't, Roger has approved the ethics- -
amendments you requested for your study CLIN/03/07. .

Best wishes,

Barbara -

Barbara Seiter

Academic Administrator

School of Psychology /- Institute for Disorder of Impulse and Attention -
Univérsiby of Southampton

Shackleton Building (room 4041)

Highfield, Southamptoo

S017 1BJ

Telephone number: 023 8059 5578
Fax number: 023 8059 2606

Email adress: bslcO6@soton.ac.uk <mailto’:bs1c06@soton.ac.uk>

Delete | Reply | Reply to All | Forward ] Red|rect| Message Source | View SpamAssassm Report| Back to INBOX - < -
Save as | Print - . B

Move | Copy This m“eésage to

it s://@ebr‘x’lail:soton.ac{uk/horde/im /message.php?index=6223
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Examples of Analysis Memos:
Process Memos: .
Open codes will be underlined in the transcripts"

The name of the 'c‘odé assigned to the underlined portion of the transcript will -
be shown in {brackets and ltalics}*. | will try to use in vivo codes where
possible, so as to keep the analysis grounded in the data. :

Having read and re-read the transcripts, | will do some microanalysis -on .
transcripts 1 and 2 and note my ideas below. During this process, | will come

up with some initial open codes for these transcripts and then go back to my

memos and conduct further line-by-line analysis to refine these codes. -

‘Memos from the analysis

What does ‘concentrate’ mean? (Participant 1, p. 2, Ln 13). What would it be
like “to have to think in your head” what would that involve, what S|tuat|ons
would that occur in? . :

I must explore further what “concentration” means to this and other
participants. At the moment, | am thinking about the following: When does it
occur/not occur? What facilitates it? What makes it harder? Is it the same as’
common notions of concentration e.g. “paying attention” or “listening”? Is it
something more “active”? Are there times when it is a passive action? Does
concentration have to occur within interactions, or can it be a solitary action?
Is concentration the same as “memory” — end of interview — things to help with
‘my memory...? | will look for other instances of concentration in the

transcripts.

- What does “annoyed me because | can't concentrate” mean? (participant 1, p.

3, Ln 10 - 11) Was it that that she found concentrating hard, and then became
annoyed by someone else because she couldn’t concentrate, or did she find it
hard to concentrate because someone else was annoying her?

“The kids are like psychos” (participant 1, p. 4, Ln 13) — who are the “kids” in
this situation? Does the participant include herself in this group or are they -
~different? Is she talking about people who share the same label as her, or are
the “psychos” a different group altogether? Are all “kids” psychos? There

- seems to be a sense of differentiation here. | need to look for instances of - .

being the same as others, and being different from others, both with, and
without a label of AD/HD.

Participant 6, talking about what it is Ii'ke fo concentrate: “Annoying, | get
bored easily, | do something and | get bored within 5 minutes so | just lose my
concentration or | can’t do it and | get frustrated, so | just get annoyed and get

* This only relates to the coded versions of the tra_n'scr_ipts. which are not ihcluded bn' the CD.




angry...it just winds me up...and | can’'t do it” (p.5, Ln. 21 — 24). Gettmg bored . .

‘easily — ‘boredom leads to difficulties with concentration for this participant.. It -

seems that ‘how easily you get bored” determines, in some part, abilityto - Coa
concentrate (whilst this might seem like ‘common sense’, it would not -be .~ &

possuble to report this without the participants talking about it).

“Hmmm', I can.control it....sometimes” (particpant 6, P. 17, Ln 34). -This
participant is saying that sometime he can control (AD/HD) and this implies’
“sometimes not”. This suggests that ‘being in control’ is not necessarily a
stable state, and as another participant said, it might be about trying to be in
control and:that sometimes you.are, and sometimes you are not. Isit then.
possible that only the individual would know if they were in control of thelr- ,

actlons ata glven time (and therefore responsnble)’?

| am st||| thinking about my developlng theory. The dpen codes appear to fit

under the sub-category headings, each of which is encompassed by a more
abstract category, representing an interaction. Some of these categories and
sub-categories interact with each - other providing an insight into the
experience of AD/HD. | need to draw some more diagrams and re-examine

the data to gain a good understanding of how these categorised data interact -

with one- another

My latest 'diagram shows all of the interactions between categories, but tells
us nothing about the participants’ experiences. Through supervision, | have
~ thought about this, and it seems that | have only described the data so far —

- not actually found the more abstract concepts that over-arch these ideas.
From examining the data further, | think it is more about ‘Control’ than
anything else — could this be the central category? | need to look for evidence
that would NOT support this idea.




Appendix 9:.Categories, sub-categories and codes




Categorles sub-categorles and codes
Thls document contalns the flnal list of the categories and sub categorles
v'-;.ildentlﬂed durlng the analytlcal process These categorles.-have been
constructed from the open codmg process and further shaped by comparlng
the emerglng model against the eX|stmg data and new data as it was
collected and transcrlbed Relatlonshlps between the categories were
’ldentlﬂed by comparing the data, Iookmg for S|mllar|t|es and differences and.
connections, and by the drawing of diagrams. Data that did not fit the -
v‘erner'ging:-mode”l ‘was _aCtiver sought out, in order to ‘test’ the emerging
theory. Phrases sdrrounded by double quotation‘ 1 marks tnd.icate:the'titte_-
'of categortes and su‘b'-categorie_s, whereas single qdotation marks ["] indicate

the initial open codes used in the analysis. -

1. Central Cat_e.gory:‘ ‘fControI?’_

Deﬁnition: Experiences relating to the extent to which the participants felt that
they were tn ‘control’ of their actions and attributed this to AD/HD. This
| consists of two related sub-categories: ‘Being in control’ and ‘Having AD/HD
bad’. These two sub-categories can be seen as opposing ends of a

dimension, and two distinct (but related) concepts.

1.1 “Having AD/HD bad”

Definition: This category consists of descriptions of behaviours and actions
that they attribute to AD/HD, over which the participants feel they are not in
_ control, and therefore are an indicator of | ‘having AD/HD bad'. These

experiences must be described as being ‘worse’ than those of peers.

B




Includes the folldwing sub-categories:

“Being hyper”
Definition:
Experiences in which the participants'descr,ibe ‘being hypér’, ‘having too.much

energy’, ‘can't sit still’

" “Not concentrating”
Definition: .

Experiences in which the participanté describe not being able to concentrate,

to a greater extent than peers, or than they would expect for any given

situation. Includes the codes, ‘hard to concentrate’, ‘hard to focus’.

‘-‘Havihg a temper”’

Definition:

~ Experiences in which the participants describe ‘having a tember’ due to
AvD/HD. - This includés descriptions of ‘being aggressive’, ‘shouting’,
‘swearing’, ‘t-hrbwingl things’, “ADD temper’, ‘going mad [in context of

fighting/aggression]’. These experiences must be attributed to AD/HD, and be

perceived as worse than would be expected of their peers to qualify.




. “Waiting is hard”
| Definition:

"Experiences in which thé parti'ci'pants describe fihding it difficult to wait for- .

something. This does not include waiting for birthdays: or Christmas = itis = -

~where the participants describe finding it more difficult to wait than they

believe their peers would find it.

“Being mad”
- Definition. .
Experiences in which the participants describe being ‘mad’, ‘crazy’, ‘mental’

due to their label of AD/HD.

1.2 “Being in control”

Deﬁnition: - Experiences in which the participants describe behaviours and
~actions that they attribute to AD/HD, over which the participants feel they are.
in control. This can be thought of as the Qppositev end of the dimenéions of .
the categories described under “Having AD/HD bad”. -

“Includes the following Sub-Categories:

“Not being hyper/being relaxed”
Definition: |
Experiences in which the participants des_cribe ‘not being hyper within the

context of AD/HD. This includes ‘béing chilled out', ‘being relaxed’, ‘being-

calm [in terms of not being hyperactive]'.




 “Being able to concentrate”

Deﬁnition;' |

~ Experiences in which the participants describe-"b‘eing able to concentrate” on -
‘a task “or. activity:  This in‘clud'es ‘being able to' focus’, ‘being able to

- - concentrate’, and ‘being able to get on with-my work’,

“Waiting is ok”
Definition:
Experiences ih -which the participants describe being able to tolerate

situations in which they have'to wait. =~ -~ "

“Ndkt being controlled by temper’;
Definition:
- Experiences in which the" pérticipants describe being able to control their

temper, where they have attributed their temper to AD/HD.

“Being normal” |

Definition:

This encompasses experiences in which the participants feel that they are
funétiOning ata level that w'o'uld be expected of peers without a diagnosis of -

AD/HD, in areas in which they have pfevioUst had difficulty [and attribute'd |

these difficulties to AD/HD].




3. “Experiences impacting upon ‘Having AD/HD Bad™”

Definition: |

- Expe‘rieh“c‘es which the -partici'pants'describe_laé having a direct impact-upon- -~ -~ =
" the “experiences" that - are encompassed under “Having AD/HD' bad”; for - -

example, ‘e_Xacé'rbating experiences of “being hyper” or “not concentrating” .
Includes the following sub-categories and codes:

3.1 ‘Being distracted’

Definition: -

Experiences in which the participants describe being distracted by oth.efs
[external source.s], and this exacerbating ‘expériences assdciated with “Having

AD/HD bad”.

3.2 ‘Too.much at.once’
Definition:
Experiences in which the participants describe being asked to do too many

things at once.

These experiences lead to ‘not concentrating’.:




3.3 ‘Not taking tablets’

Definition:

- Experiences ‘in- ‘which -the participants describe: either forgetting to take-
medication, or stopping  their medication, and -this. exacerbating ‘their -

'expériences associated with ”Havi'ng AD/HD bad”.

This is associated with “not concentrating”, “having a t'emper"} and “being

hyper”,

3.4 ‘Coke’
Definition: .
Experiences in which the participants describe fizzy drinks as having an

adverse effect upon their experiences associated with “Having AD/HD bad".
" This is associated with “being hyper”.

3.5 “Being bored”
Definition:
Experiences in which the participants describe feeling bored and this internal

state exacerbating experiences of "HaVing AD/HD bad”. -

This is associated with “being’hyper"’, “not concéntrating" and “having a

temper’. “Being bored” is usually (but not always) associated with “Being"

stuck in boring situations” (below).




3.6 “Being stuck in boring situations”
Definition:
- Experiences in which . the " participants describe finding themselves in

‘situations in which they feel bored, but-have no:-opportunity to escape:

This experience leads to “being bored” and subsequently exacerbating

experiences of “Having AD/HD bad".

4. “Experiences Impactihg upon ‘Being in Control’
-Definition: |
Experiences which the participants described as- helping 'themv to feel ‘in

control’ of the behaviours and actions that they attribute to AD/HD.
Includes the following sub-categories and codes:

4.1 ‘Getting older’
Definition: |
This includes descriptions in which the participants talk about becoming more
in control of behaviours/actions that they had associated with AD/HD as they:

got older, or finding that they have more control over these behaviours/actions -

as a result of maturation.




‘4.2 ‘Making different choices to take control’

Definition:

" This encompasses experiences of making an active choice to avoid situations - -

~known to exacerbate ‘Having AD/HD bad’ (e.g. not drinking Coke, choosing to - - -

- take tablets [if they believe them to be efficacious énd with no side effects]), or
to choose a different course of action, when such an option is available. This -
~does not include descﬁptio'ns of having opportunities to make choices about

the situations in which they find themselves.

4.3 “Having épportunities to make choices about situations”

Definition:

| This'in'clUdés descriptions of the participants ‘having an opbortunity to make
choices within 'situa.tiohs that would be expected to bring about experiences
associated with .“Having AD/HD_bad”,> and these choices helping thém to ‘be
~in control’. This includes ‘being ébie to take a break’, ‘being able to listen to
mu’sic’, ‘being able to get up’, ‘being able to choose what you want to talk

about’.

5. “Experiences of Health Services”
~ Definition:
Descriptions of - experiences associated with contact with Child and

Adolescent Mental Health Services (CAMHS).

These are associated both with experiences of “Having AD/HD bad”, in that

those experiences (e.g. ‘Being hyper’, ‘Not con‘centratingv’)'were' cited as the




reason for referral to CAMHS; and for some participants, “Being in control”,
either from “Taking tablets”, or ‘Talking to someone’, and ‘Gaining information =

[about AD/HDY.
Includes the following sub-categories and codes:

5.1 “Talking [to CAMHS staff]”

Deﬁnition:

This includes descriptions of experiences of interacting With CAMHS staff
during appointments. Includes, ‘being bored during appointrﬁents', ‘being
listened to’, ‘Feeling supported by the staff, ‘gaining' informatidn_ [about - -

AD/HD] and ‘not.understanding what théy’re talking about'.

5.2 “Diagnosis”

Definition:

' Descriptio_ns of how the p_articipanté felt when they were first told about their
diagnosis of AD/_HD; This includes experiences of ‘being shocked’, ‘feeling

étigmatised/labelled’, ‘being scared’, ‘they think I'm mad’ and ‘they’re wrong'.

5.3 “Taking tablets”
- Definition:
Includes descriptions of taking medication that the participants believe is to

help with difficulties associated with AD/HD.

“Includes the following sub-categoriés;_




- “Finding out about taking medication”"
Definition:
Includes experiences of being told that they were being prescribed medication -

for AD/HD.: .-

This was a dimensiOnaI'experiéncé ranging from included,, ‘Shock’ to ‘Not

being'bothered’.

“Reasons for taking medication”

Descriptions of the participants’ attributions for needing to take medication.

Includes, codes relating to doihg it for their own benefit, including ‘wanting to
do better at school’, ‘Improving performance’ﬁ and doing it for ‘pleasing others’

(e.g. parents).

“How well tablets work”
Definition: .
Includes descriptions of experiences of ‘Taking tablets’ in ter_mé of how much

the pérticipants believed that they improved experiences associated with of

‘Having AD/HD bad’.

Includes experiences of ‘tablets are good/helpful’, tablets stop working after a 2

while’, ‘tablets don’t work’, and ‘tablets make you sick / side effects’.




6. ‘Télking to someone’ and ‘gaining information’

- Deﬁniiidn:' , |
Includes descriptions of experiences of ‘Talking to someone’ and ‘Gaining
information’ [about AD/HD] other than people ih-‘CAM’HS, although this is' .~

related to the experiences of talking to CAMHS staff.

Linked with experiences associated with “Being in control.  Includes
descriptions of ‘finding out more about AD/HD helps’, and ‘finding out about

the tablets helps’.:

7. “Perceptions of AD/HD”

- Definition:
This category vconsi'stsv of two sub-categories: “Perceptions bf people with a
diagnosis of AD/HD", and “Beliefs abouf AD/HD held by those without a

diagnosis”.

7.1. “Perceptions of people with a diagnosis of AD/HD”
Definition:
~Included the participants’ descriptions of their perception of people they knew.

with a diagnosis of AD/HD.

Includes ‘They have AD/HD worse than me’, ‘They’re bad’, ‘they're _mad’,

'they’re psychos [aggressive] and ‘they're stupid’.

Also includes:




“Good sides of AD/HD”
* Definintion:
Desbripti_ons of positive aspects of other people with AD/HD — and“éttributing

- these’posiiive 'as'pects"t'o their hav‘ivng_AD/_HD.

Includes: ‘Having a talent’, ‘Being good at work’ (i.e. better than peers), ‘Being - -
clever' (i.e. more so than peers), ‘Being fast' and ‘Béing able to get an energy .-

_ bobst’.'

“Usihg AD/HD as an excuse”
Definition:
Includes descriptions of other pedple with AD/HD u'Sing their diagnosis as an

‘excuse’, i.e. as a. means to avoid getting into trouble.

7.2 “Beliefs about AD/HD held by those withouf a diagnosis”‘
Definition:
~Includes .pa‘rtici'pants; descriptions of how they believe those without a

diagnosis perceive people with AD/HD.

This included ‘they think we are mad’, ‘they think we are aggréssive/psychos_’,‘ -

‘they think we are bad [badly behaved]'. -




