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Please tick a box on each line that best describes your child

Page 22 of 27

NOT AT
ALL
TRUE
(never,
seldom)

JUST A
LITTLE TRUE
(occasionally)

PRETTY
MUCH
TRUE
(often, quite
a bit)

VERY MUCH
TRUE

(very often,
very
frequently)

Temper outbursts;
explosive,
unpredictable
behaviour

Excitable, impulsive

Restless or
overactive

Cries often and
easily

Inattentive, easily
distracted

Fidgeting

Disturbs other
children

Demands must be
met immediately —
easily frustrated

Fails to finish things
he/she starts

Mood changes
quickly and
drastically
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1

2

" Your child’s health

Z Please tell us about all your child’s diagnoses, e.g. autism spectrum, conduct,

7 oppositional or learning disorder, anxiety or depression, Tourette’s, asthma etc

8

9 Diagnosis Any medication taken

I ADHD

12

13

14

15

16

17 In the last 6 months, how often have you been visited/ visited the following

12 about your child?

20

21 —

22 Number of visits

;i Doctor

25 Hospital

26 Social worker

27 ;

58 Police

29

30

g; What else have you used to help your child?

33

gg In the past | Now

36

;73 Family Action parenting course yes [ yes [

39 no O no O

40 Other parenting class yes O yes O

j; no O no O

43 Sessions with a psychologist yes O yes O

44 no O no O

45

a6 homeopathy yes O yes O

47 no O no 0O

48 Other (NAME) ..vvieceeeic i e yes O yes O

gg no 0O no 0O

ST Other (Name) .oovvveveiiiciiiiciercer e, yes O yes O

2 no O no O

53

54

55

56

57

58

59 The .
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The next questions ask about how your child is today. For each

question, read all the choices and decide which one is most like your

child today

Then put a tick in the box next to it like this M. Only tick one box for each
guestion.

Example: Today my child feels quite upset so | will tick this box.
Upset

OoxROOO

My child doesn’t feel upset today
My child feels a little bit upset today
My child feels a bit upset today

My child feels quite upset today

My child feels very upset today

Worried

My child doesn'’t feel worried today
My child feels a little bit worried today
My child feels a bit worried today

My child feels quite worried today

My child feels very worried today

Sad

My child doesn’t feel sad today
My child feels a little bit sad today
My child feels a bit sad today

My child feels quite sad today

My child feels very sad today
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Pain

My child doesn’t have any pain today
My child has a little bit of pain today
My child has a bit of pain today

My child has quite a lot of pain today
My child has a lot of pain today

Tired

My child doesn't feel tired today
My child feels a little bit tired today
My child feels a bit tired today

My child feels quite tired today

My child feels very tired today

Annoyed

My child doesn’t feel annoyed today
My child feels a little bit annoyed today
My child feels a bit annoyed today

My child feels quite annoyed today

My child feels very annoyed today

School Work/Homework (such as reading, writing, doing lessons)
My child has no problems with their schoolwork/homework today

My child has a few problems with their schoolwork/homework today
My child has some problems with their schoolwork/homework today
My child has many problems with their schoolwork/homework today
My child can’t do their schoolwork/homework today

STAR (S

MAKING LIFE EASIER

https://mc.manuscriptcentral.com/bmjpo



http://bmjpaedsopen.bmj.com/

oNOYULL D WN =

5
BMJ Paediatrics Open Page 26 of 27

oooOooo

oooOooo

OO0o0O0an

Sleep

Last night my child had no problems sleeping
Last night my child had a few problems sleeping
Last night my child had some problems sleeping
Last night my child had many problems sleeping
Last night my child couldn’t sleep at all

Daily routine (things like eating, having a bath/shower, getting dressed)
My child has no problems with their daily routine today

My child has a few problems with their daily routine today

My child has some problems with their daily routine today

My child has many problems with their daily routine today

My child can’t do their daily routine today

Able to join in activities (things like playing out with their friends, doing
sports, joining in things)

My child can join in with any activities today

My child can join in with most activities today

My child can join in with some activities today

My child can join in with a few activities today

My child can join in with no activities today
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Please use this space if there’s anything else you'd like to tell us about your
child
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Thank you very much for completing this questionnaire. We just need a bit more
information, and confirmation that you and your child are happy to continue being
part of the STAR project.

Are you happy for us to contact you again: yes 0 no O
Signature
Child’s date of birth

Contact details:

We would like to ask a teacher of your child to fill in a questionnaire as well. May
we contact your child’s school? yes O no O

School name

Can you suggest the name of a teacher who knows your child well?

Date of child’'s ADHD diagnosis
Which doctor gave the diagnosSiS? .......c.viiiiii i

Where they were diagnosed? (e.g Ryegate children’s centre, CAMHS, etc)

Please post this as soon as possible in the accompanying freepost envelope, or send it to
Philippa Fibert, Sheffield School of Health and Related Research, Regent Court, 30 Regent
Street, Sheffield, S1 4DA.
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Summary Box.

Section 1: what is already known.

e For many of those with ADHD mainstream interventions do not improve long-term
outcomes

e Carers additionally try non-mainstream interventions to help their children

e Surveys documenting what carers try have been conducted in a variety of countries
but not in the UK

Section 2: What this study adds.

e Families with children with ADHD in the UK are using a wide variety of main and non-
mainstream treatments, which are both publicly and privately funded, to help with
ADHD management

https://mc.manuscriptcentral.com/bmjpo
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Nearly 70% of those surveyed reported using pharmaceutical medications, 74% had
participated in a parenting class, and 45% reported use of non-mainstream
treatments

The most popular non-mainstream treatments used were nutrition, homeopathy,
massage, and cranial osteopathy.
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Abstract

* Objective - To identify interventions being used to manage ADHD in the UK.

* Design - A survey within the Sheffield Treatments for ADHD Research (STAR) project. A
convenience sample of participants in the UK who consented to join an observational cohort
were asked closed questions about medication, behaviour change programmes, service use,
and an open-ended question about what else they used.

* Setting - A broad variety of non-NHS, non-treatment seeking settings throughout the UK,
including local authority organisations, schools, ADHD and Autism Spectrum Condition (ASC)
support groups, and social media.

* Participants - Families of children aged 5-18 with carer reported ADHD and Conners
Global Index (CGI) T scores of 55+.

* Results — Responses from 175 families were analysed. The mean age of the children was
10.21 (2.44), and two thirds (n=114) had additional diagnoses. The majority used
medications to manage ADHD (n=120) and had participated in a parenting class (n=130).
Just over a quarter (28%, n=49) did not use ADHD medications, and used sleep medications.
Just under half had consulted psychologists (n=83), and 32 had participated in other talking
therapies such as psychotherapy, counselling, and CBT. A few used aids such as reward
charts or fiddle toys (n=17) and participated in activities (mostly physical) (n=14).

A substantial minority (78/175) had used non-mainstream treatments, the most popular
being homeopathy (n=32), nutritional interventions (n=21), and bodywork such as massage
or cranial osteopathy (n=9).

» Conclusions — Families reported use of a wide variety of treatments to help with
management of their children with ADHD in addition to their use of mainstream treatments.

https://mc.manuscriptcentral.com/bmjpo
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INTRODUCTION

Attention Deficit Hyperactivity Disorder (ADHD) is one of the most commonly diagnosed and
treated childhood psychiatric disorders. Children are hyperactive (fidgety and unable to sit
still for long periods), and impulsive (doing things without stopping to think). They find it hard
to concentrate and follow instructions, and to regulate their emotions. This results in
problems at school, at home, and with their peers where they struggle to fit in,[1] and get
into trouble,[2]. Heterogeneity (non-uniformity) is a feature of ADHD expression. Children
often have a wide range of other diagnoses and co-occurring problems such as autism
spectrum conditions (ASCs) (50-75%),[3], conduct disorders (24%),[4], sleep disorders (25-
50%)[5], tics (60%),[6], gut dysbiosis,[7], obesity (40%),[8], anxiety, depression (33%),[9],
reading and other learning problems,[10].

Treating ADHD is challenging. Interventions are offered to help manage symptoms. The
National Health Service (NHS) offers National Institute for Clinical Excellence (NICE)
recommended treatments of behaviour change programmes and pharmaceutical
medications. Recent NICE updates suggest also asking about diet and offering advice if
relevant. Whilst implemented, recommended treatments often palliate some symptoms
making classroom and family life more manageable, however their long-term effectiveness
and ability to address important negative outcomes remains in doubt,[11]. Adherence is poor
and side effects of pharmaceutical medications common, [12].

Whilst the majority of carers of children with ADHD in the UK rely on NICE recommended
treatments, a number try other treatments, identified by themselves rather than doctor
recommendation, and usually requiring out of pocket payments. Such treatments are
collectively described in a variety of ways, and their categorisation also varies.

For the purposes of this article such treatments will be referred to as ‘non-mainstream’. Other
descriptive terms for non-mainstream are ‘complementary and/or alternative medicine’
referring to a broad set of healthcare practices that are not part of that country’s own
tradition or conventional medicine and not fully integrated into the dominant healthcare
system,[13]. The term ‘integrative’ is used when conventional and complementary
approaches are used in a co-ordinated way (https://nccih.nih.gov). Treatments move from
non-mainstream to mainstream as their evidence base and/or acceptability grows.

Non-mainstream treatments are also described as ‘natural’,[14]. Although doctors can be
uncomfortable recommending treatments about which they are unknowledgeable and
untrained,[15] there is a growing interest in using natural medicines particularly in
Paediatrics, [16, 17].

https://mc.manuscriptcentral.com/bmjpo
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Carer use of non-mainstream treatments for ADHD has been found to be driven by a desire
for alternatives to pharmaceutical medications,[17-19]; to minimise symptoms of ADHD; for
additional benefit combined with conventional treatment; to avoid prescribed medication
side effects,[20, 21]; and dissatisfaction with conventional care,[22]. 90%+ carers of children
with ADHD surveyed hope to see more research on non-mainstream treatments
conducted,[23].

Surveys in several countries have sought to identify which and how frequently non-
mainstream treatments are used to manage ADHD. Using google scholar, Web of Science, and
cross-referencing, ten such surveys were found: three in Australia, five in the USA, one in
Canada and one in Israel (Table 1). No surveys were identified in the UK. This survey seeks to
address this gap. Data about resource use was collected from a convenience sample of
families recruited to the STAR (Sheffield Treatments for ADHD Research) project. The project
used Trials within Cohorts (TwiCs) methodology,[24], whereby first a large observational
cohort of participants with the condition of interest was recruited and their outcomes of
interest regularly measured.

This report describes the resource use reported by cohort participants at entry into the
observational cohort (Appendix 1),[25]. Results of the pilot randomised controlled trials
conducted within the cohort and detailed population characteristics are reported
elsewhere,[26].

Patient public involvement.

The STAR project was preceded by a Case Series,[27]. Families with children with ADHD
participating in this preceding study expressed frustration at the lack of helpful treatment
options and a desire to support research testing new treatments which might help their
children. These families contributed to the design of the STAR project including: the design
and piloting of the study questionnaire where an extra open-ended question “use this space
for anything else you would like to tell us” was added (see Appendix 1); and the generation
of an interactive hip-hop rap performance called Lost Voices based on participating family’s
stories, which was widely shared on Facebook and helped increase recruitment, [28].

https://mc.manuscriptcentral.com/bmjpo
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Table 1. Non-mainstream treatment use (N-MT) according to surveys.

I9qUIBAON G¢ uo T..000-020

Medicine

e
casein—free diet, intrave%ous secretin, kinesiology,

Study author, | Setting Number Age Sample type N-MT Treatments surveyed % taking
publication surveyed (n) use pharmaceutical
date medication
Stubberfield Australia, Boston | 290 10.2+5.8 Clinical: all referred for ADHD testing 64% Dietary interventions, c@opractic, optometry, use of 69%
1999,[43] Child coloured glasses, use of@w other therapy not
Development specifically listed. D
Centre e
Bussing 2002, | USA. N Florida 822 8.2+1.68 Population: random selection, school 12% Chiropractic, homeopat%{, massage, acupuncture, faith Not mentioned
[44] Primary schools registration records healing i.’_
Gross-Tsur Israel. Jerusalem 120 11.0+3.1 Clinical: all with ADHD attending an 28% Diet, homeopathy, acup‘_féhncture, biofeedback 80%
2003, [19] Medical Center emergency department or neuropediatric g
clinic =
Chan USA. Boston 114 Not Clinical: all referred for ADHD testing 54% Expressive (e.g., sensorﬁntegration, occupational 51%
2003,[45] Children’s mentioned therapy, art, music, dan%), dietary manipulation, special
Hospital exercises (e.g., yoga, ta@hi), relaxation techniques (e.g.,
meditation), prayer, biofedback, chiropractic, herbal
remedies, massage, heafer, hypnosis
Concannon Australia. North 278 5-11 Population: All primary schools 71% Elimination diet, fatty a(_%:l supplement, vitamins, 66%
2005,[46] Sydney behavioural optometry,gerbal medicine, allergy testing,
chiropractic, sound therEby, osteopathy, acupuncture
Sinha Australia. 75 11.1+2.9 Clinical: hospital outpatient records, all 67.6% Naturopathy, herbal theZapy, homeopathy, dietary 92%
2005,[20] Melbourne Royal ADHD diagnoses supplements, modified &et, neurofeedback,
Children’s aromatherapy, therapelgic massage, reiki/therapeutic
Hospital touch, special exercise (ég. yoga), behavioural
optometry, chiropracticé{inesiology, osteopathy,
relaxation tape, meditatign, magnetic pillow
Johnston Canada. British 73 9.86 +2.32 Population: Newspaper & community 50% Vitamin/naturopathy, di:g:t/supplements, family therapy, | 81%
2005,[47] Columbia centre ads neurofeedback QS
Cala 2012,[48] | USA. Texas 117 109+3.1 Clinical: 5 Community mental health 20% Herbal medicines (ginkgé—biloba, echinacea, and St. 13%
centres John's wort) Q
Huang USA. New Jersey 135 10.9+3.2 Convenience: Patient panel 19.5% Dietary supplements, se@sory integration, facilitated 98%
2013,[23] University of communication, music t%arapy, candida therapy, gluten
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behaviour modification,Mision therapy

Kemper
2013,[49]

USA

483

7-17

Population: 2007 National Health
Interview Survey data

36.2%

Biofeedback, hypnosis, &iided imagery, meditation,
progressive relaxation, {hgong, stress management
classes, tai chi, yoga; diegary supplements;
chiropractic/osteopathi 5 massage; homeopathy,
naturopathy, ayurveda, gurandero, espiritista, hierbero,
yerbera, shaman, botanrga, native american
healer/medicine man, s&)ador

Not mentioned
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METHODS
Objective
To describe what families in the UK are using to manage their children with ADHD.
Approvals

The STAR project (including the survey) was sponsored by the University of Sheffield (URMS
number 143647), and approved under the University of Sheffield’s Ethics Review Procedure
by the School of Health and Related Research (ScCHARR) Research Ethics committee (REC) on
30/4/15, application number 003424,[25]. Informed consent was received from all carers
and children.

Study design

This survey reports the responses from UK families with children with ADHD who agreed to
participate in an observational cohort, [25, 26].

Recruitment

Families of children aged 5-18 with ADHD were recruited from a broad variety of non-NHS,
non-treatment seeking settings, initially in Sheffield and then throughout the UK, between
September 2015 and September 2016. These included local authority organisations, schools,
ADHD and autism support groups, conferences, and social media.

Recruitment was via a questionnaire which could be completed on-line or on paper by
carers and took approximately 10 minutes to complete (Appendix 1). Carers were asked to
provide the date, address and name of the doctor who diagnosed the child’s ADHD and
complete the Conners Global ADHD Index (CGl),[29]. To be included in the cohort children
were required to have a CGI T score of at least 55 (denoting mild a-typicality). No restriction
was placed on length of time since diagnosis.

Carers were asked questions intended to capture all treatments ever received by the child,
not specifically for their ADHD: “ Please tell us about all your child’s diagnoses and any
medications taken for them”; “how often have you visited/been visited by the doctor,
hospital, social worker or police in the last 6 months”; “what else have you used to help your
child in the past/now?: Family Action Parenting class (asked about on specific request from
Sheffield Family Action); another parenting class? sessions with a psychologist?”;
homeopathy?”; (asked about due to inclusion/exclusion criteria for a subsequent RCT);

8
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anything else?”. This open ended ‘anything else’ question was included to help identify all
non-mainstream treatments that were or had been used. The final open-ended question
“use this space for anything else you would like to tell us” was included on PPI
recommendation.

RESULTS
Participant characteristics

Questionnaires were completed by the carers of 194 children. 19 of these children had no
reported diagnosis of ADHD, so their responses were excluded, therefore the total number
of children included in the survey was 175.

Approximately one third (35%) reported a sole diagnosis of ADHD, whilst the remaining two
thirds (65%) reported one or more additional diagnoses of which the most common was an
Autism Spectrum Condition (Table 2).

Table 2. Diagnoses of cohort participants.

Diagnosis Numbers with this
diagnosis (n)

Sole diagnosis of ADHD 61
Additional | Autism Spectrum Condition (ASC) 54

Anxiety 14

A learning difficulty 14

Asthma 13

Dyspraxia 12

Dyslexia 11

A sensory processing disorder 11

Oppositional Defiant Disorder (ODD) 8

Tourette’s syndrome 7

The mean age of the children was 10.21 (2.44). 84% were boys and 16% girls. During the
previous 6 months, 12 children had been involved with the police (range 1-20 visits per child).
15 children were involved with social workers (range 1-15 visits). Over half (n=104) had visited
hospital (range 1-20 visits) and had visited doctors (n=117) (range 1-20 visits). Over half (56%)
of children had a teaching assistant, of whom 22% had one full time.

Resource use

https://mc.manuscriptcentral.com/bmjpo
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Nearly two thirds of the children were taking a mainstream ADHD medication, of which most
took a methylphenidate derivative such as Ritalin™. Nearly one third took sleep medications
(Table 3).

Table 3. Pharmaceutical Medicines used by families

Total
number
Category (n) Name of medication (number using)
Methylphenidate (103)
Amphetamine (9)
Medication for core ADHD 120 Atomoxetine (7)
symptoms (69%) Clonidine (1)
Sleep (Melatonin)(49)
Medication for associated 54 Anti-depressant (Sertraline, Prozac) (4)
symptoms (31%) Sedative (alimemazine)(1)

One third of families had participated in behaviour focussed therapies (range 1-5 therapies
per family) (Table 4). The most frequently reported was consultation with a psychologist. Just
under three quarters had participated in or were currently participating in parenting classes.
Family Action is offered to all newly diagnosed families in Sheffield. Other classes mentioned
were: 123 Magic, Triple P, Positive Parenting, Teach, Change 4 Life, Anger management, and
Incredible Years.

Carers also described a wide variety of other creative and talking therapies that they used to
help modify or manage behaviour. For example, Art Therapy, which was being offered by
Sheffield Child and Adult Mental Health Services (CAMHS) at the time.

A broad variety of activities ranging from the more physical such as judo, to the more creative
such as theatre school, were described (range 1-4 activities per child). 17 families reported
using aids, were which were usually to help the child with an accompanying ASC diagnosis
(ear defenders and weighted blankets); or if hyperactivity and lack of focus were the issue
(fiddle toys and wobble cushions). (Table 4).

Table 4. Other resource use by families.

Total number  Question

Category (n) type Name (number using)
Family Action parenting class (55)
Parenting class 130 (74%) Specific Another parenting class (75)
Specific Psychologist (83)
Behaviour focussed Art therapy (5)
therapy 115 (66%) Open Play therapy (6)
10
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Aids

(physical/visual/audial/ 17

behavioural) (9%) Open
14

Activities (8%) Open

Non-mainstream resource use

Nearly half (45%, n=78) reported non-mainstream resource use (range 1-5 per family), of
which the most commonly reported was homeopathy. The next most commonly reported
was a dietary intervention: either taking an over the counter nutritional supplement, or diet

Cognitive Behavioural Therapy (5)
Counselling (5)

Psychotherapy (4)

Occupational therapy (3)

Sensory therapy (2)
Physiotherapy (1)

Family therapy (1)

Reward charts (7)

Fiddle toys, wobble cushions (3)

Quiet tent/time out space/ear defenders (3)
Relaxation CDs/baths (2)

Weighted blankets (2)

Horse riding (2)
Swimming (2)
Cycling (1)

Duke of Edinburgh (1)
Gymnastics (1)
Judo (1)

Pilates (1)
Running club (1)
Scouts/beavers (1)
Tae kwon do (1)
Theatre school (1)
Trampoline (1)

changes, mostly without the support of a nutritional specialist (Table 5).

Table 5. Non-mainstream treatments used by families.

Total number Question

Category used type Name (number using)

Fish oils (9)

Dietary changes (restricting foods/Feingold
diet/healthy diet) (7)
Dietician/Nutritionist/nutritional therapy (3)

Nutritional 21 Open Other supplements (2)
Massage (5)
Bodywork 9 Open Cranial osteopathy (4)
Specific Homeopathy (32)
Aromatherapy (2)
Other 48 Open Crystals (2)
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Hypnotherapy (2)

Reiki (2)

Acupuncture (1)

Bach flower remedies (1)
CBD oil (1)

Epsom salts (1)

Meditation (2)
Metamorphic technique (1)
Reflexology (1)

There were responses from 61 participants to the open-ended question “use this space for
anything else you would like to tell us”. Their free text comments were thematically
analysed. Six categories emerged: friendships, school, home, family circumstances,
medication, and sleep.

Carers described how lack of friendships were an issue for their children: “My child gets
excluded from parties, invitations to friend’s houses and parents actively try to keep their
children away”. School was problematic for both children and their carers trying to help
them: “today he didn't get up until | physically made him, he then missed his bus to school
and then had an argument with other students during lunch break. When finally | got him
organised to sit down and do some homework it turned out he'd lost it on the way home.
Quite a typical day!”.

Home life was described as stressful, particularly in the mornings: “Home life very much
affected by X to the point of being ruled by her behaviour.... still not dressed today at 5pm
despite numerous prompts”. Family circumstances described were specific traumas and
bereavements: “ X was removed from birth mum at birth, was in foster care until 17 months
old when she was placed with us” .

Medication experiences were both positive: “The medication is an absolute God send.
Without it our lives would be so stressful and I'm sure X wouldn't be able to attend
mainstream school”; and negative “can’t take any due to bad reaction on her stomach, tried
5 different ones”. Sleep problems were commonly mentioned: “Last night was a good
night's sleep for my son and he slept till after 6. This is a rarity as he can be awake and
hyperactive from 2am.”. Many felt that ADHD is mis-understood and that the voices of
families with ADHD not heard.

DISCUSSION

The number of families reporting that their children had co-diagnoses suggest that in this
regard, this convenience sample are broadly representative of the ADHD population, where
co-diagnoses are estimated to occur in 40-65%,[30, 31].
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This survey reports high levels of health need and use of public resources. The majority of
those surveyed utilised mainstream treatments such as pharmaceutical medications,
behaviour management classes and psychological therapies. 7% of families were involved
with social workers; 6% of children had been excluded from school; and 5% were currently,
or had been involved with the police. Additionally, 45% of families had used non-
mainstream treatments.

The most commonly used non-mainstream treatments were homeopathy and nutrition. The
role of nutrition is increasingly acknowledged in the aetiology, impact on, and treatment of,
ADHD. Consideration of nutrition is now moving towards the mainstream, as exemplified by
its recent inclusion in NICE guidelines. More surprising is the high use of homeopathy. It is
unclear whether use refers to over the counter homeopathic medicines such as Arnica for
bruising, or Chamomilla for teething, or visits to a homeopath (available via the NHS in some
parts of the UK), or both.

Sample sizes of surveys conducted in other countries range from 73-822. Ours was 175. At
31%, our non-mainstream treatment use is slightly less than median usage found in other
surveys (range 12- 71%) (Table 1). Lower estimates are thought to be the result of narrower
definitions of such treatments, [19, 32], however our inclusion of an open ended question
theoretically allowed for broad definition of non-mainstream treatments, and indeed
included a diverse array. Reported use appears to vary by country, with higher use reported
in Australia (range 64-71%) and lower use in the USA (range 12-54%). Surveys agree that
treatments are predominantly used alongside pharmaceutical medications (Table 1).

The results of our survey broadly concur with those from other surveys. Although other
surveys varied in the non-mainstream treatments they asked about, they commonly asked
about dietary interventions (8/10), with some asking generally, and some specifically about
supplements and dietary changes. 4 surveys asked about herbs, homeopathy or
chiropractic/osteopathy; and 3 about acupuncture or yoga. According to the 10 surveys, the
most popular treatments were supplements, dietary changes, acupuncture, homeopathy,
massage, craniosacral therapy, music therapy, equine therapy, secretin, and chelation.

Popular treatments according to our survey were homeopathy, nutrition (particularly
supplementary fish oils), massage, osteopathy, aromatherapy, a variety of relaxation
approaches, acupuncture, and hypnotherapy. However none in our survey reported using
herbs. Unique to our survey was reported use of CBD oil, Epsom salts, metamorphic
technique, reflexology, crystals, and Bach flower remedies.

A limitation of our survey is the mixture of questions specifying a particular intervention
(e.g. have you done a parenting class/seen a psychologist/used homeopathy) and more
open questions (e.g. what else have you done to help your child). There are advantages and
13
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disadvantages of each question type: the use of an open-ended question allowed the broad
spectrum of treatments being used to be represented; however it is likely that some utilised
treatments were omitted which might have been remembered had a prompt-list had been
provided.

Most interventions being used are under researched and the evidence produced low quality
due to: poor internal validity (lack of blinded assessment, and small population sizes); poor
external validity (lack of trials in representative populations and lack of measurement of
long-term outcomes); and poor ecological validity (tested interventions do not represent
core aspects of the therapy). In 2000 it was identified as a public health issue in the UK that
we do not have adequate knowledge of the putative benefits of non-mainstream
treatments,[33]. We still have little information and just 0.0085% of research funding is
allocated to testing CAM interventions in the UK,[34].

Of the treatments used, elements of a nutritional approach are the most researched,
particularly the ‘few foods diet’, artificial food colour elimination, fatty acid
supplementation, single and multiple nutrients. Effect sizes are generally small. Researchers
concur that the few foods diet may offer opportunities, but further large-scale, high quality
studies are needed,[35]. It is unlikely that single nutrient or dietary interventions impact the
complex array of biochemical pathways that may be aberrant in ADHD. Furthermore
administration of one nutrient or approach may cause an imbalance in another,[7]. The pilot
RCT conducted in our cohort tested the effectiveness of offering a total nutritional approach
combining supplementation, elimination, and healthy diet advice by a nutritional
therapist,[26]. A medium effect size was found, and the pragmatic trial design used may
address some of these issues.

Homeopathy is the next most researched treatment. Three RCTs testing the efficacy of
individually tailored homeopathic medicines,[36-38] and one testing the efficacy of a generic
homeopathic product,[39] were synthesised in a Cochrane review [40] which overall found
little evidence of efficacy and recommended development of optimal treatment protocols.
Subsequently 2 further RCTs testing the effectiveness of treatment by homeopaths,[18, 41]
and one testing the efficacy of a generic homeopathic product,[42] have been conducted.

Families used their experience of participating in an observational cohort to describe a
broad variety of resources and treatments they use to manage the condition over and above
NHS recommended treatments. This is a convenience sample of participants in the UK who
consented to recruit to a cohort, and it may be that dissatisfaction with conventional care
drew them towards participation. Nevertheless, results from our survey do not deviate
substantially from the results from population and clinical samples.

CONCLUSION
14
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Development of robust evidence of the putative effectiveness of the non-mainstream
treatments being used should be a priority given that they are being used by carers;
paediatric doctors are increasingly turning to more natural treatments; long-term negative
outcomes of those with ADHD are not being affected; and currently recommended
treatments are palliative and associated with common side effects. Surveying carers is a
useful means of identifying which treatments are being used and should subsequently be
tested.
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ADHD QUESTIONNAIRE

Welcome to the STAR project.

Please complete this questionnaire as best as you can. It should take about 10 minutes. Try
and fill in every question even if you don't remember exactly. An approximate answer is
better than nothing.

When you have completed it, please put it in the freepost envelope and post it to the
researchers at the University of Sheffield. Please return the questionnaire as soon as you
can.

Your answers will help us understand how to make life easier for children and their families
with ADHD.

Child’'s name

Your relationship to the child

https://mc.manuscriptcentral.com/bmjpo
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1

2

i Please tick a box on each line that best describes your child

Z NOT AT |JUSTA PRETTY VERY MUCH
7 ALL LITTLE TRUE | MUCH TRUE
g TRUE (occasionally) | TRUE (very often,
10 (never, (often, quite | very
1 seldom) a bit) frequently)
1; Temper outbursts;

14 explosive,

15 unpredictable

o behaviour

18 Excitable, impulsive

19

20 Restless or

2! overactive

23 Cries often and

24 easily

25 . p

% Inattentive, easily

27 distracted

28 - -

% Fidgeting

30 -

31 Disturbs other

32 children

i Demands must be

35 met immediately —

36 easily frustrated

g; Fails to finish things

39 he/she starts

= Mood changes

41 .

42 quickly and

43 drastically

44

45

46

47

48

49

50

51

52

53

54

55

56

57

58 .
59
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Your child’s health

Please tell us about all your child’s diagnoses, e.g. autism spectrum, conduct,
oppositional or learning disorder, anxiety or depression, Tourette’s, asthma etc

Diagnosis Any medication taken
ADHD

In the last 6 months, how often have you been visited/ visited the following
about your child?

Number of visits

Doctor
Hospital
Social worker
Police

What else have you used to help your child?

In the past | Now
Family Action parenting course yes [ yes [
no O no O
Other parenting class yes O yes O
no O no O
Sessions with a psychologist yes O yes O
no O no O
homeopathy yes O yes O
no O no 0O
................................... yes O yes O
no O no 0O
................................... yes O yes O
no O no O
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The next questions ask about how your child is today. For each
question, read all the choices and decide which one is most like your
child today

oNOYULTL B WN =

1 Then put a tick in the box next to it like this M. Only tick one box for each
12 guestion.

16 Example: Today my child feels quite upset so | will tick this box.
Upset

My child doesn’t feel upset today

My child feels a little bit upset today

My child feels a bit upset today

My child feels quite upset today

My child feels very upset today

OoxROOO

21 1.  Worried

My child doesn'’t feel worried today
My child feels a little bit worried today
My child feels a bit worried today

My child feels quite worried today

My child feels very worried today

OooOoooao

2| 2. Sad

My child doesn’t feel sad today
My child feels a little bit sad today
My child feels a bit sad today

My child feels quite sad today

My child feels very sad today

OooOooOooOoano
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ooooo ooooo ooooo

Oooooo

Pain

My child doesn’t have any pain today
My child has a little bit of pain today
My child has a bit of pain today

My child has quite a lot of pain today
My child has a lot of pain today

Tired

My child doesn't feel tired today
My child feels a little bit tired today
My child feels a bit tired today

My child feels quite tired today

My child feels very tired today

Annoyed

My child doesn’t feel annoyed today
My child feels a little bit annoyed today
My child feels a bit annoyed today

My child feels quite annoyed today

My child feels very annoyed today

School Work/Homework (such as reading, writing, doing lessons)
My child has no problems with their schoolwork/homework today

My child has a few problems with their schoolwork/homework today
My child has some problems with their schoolwork/homework today
My child has many problems with their schoolwork/homework today
My child can’t do their schoolwork/homework today
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1

2

3

4

Z 7.  Sleep

7 O Last night my child had no problems sleeping

2 O Last night my child had a few problems sleeping

1? O Last night my child had some problems sleeping

12 O Last night my child had many problems sleeping

13 O Last night my child couldn’t sleep at all

15

1? 8.  Daily routine (things like eating, having a bath/shower, getting dressed)

18 O My child has no problems with their daily routine today

;3 O My child has a few problems with their daily routine today

21 O My child has some problems with their daily routine today

;g O My child has many problems with their daily routine today

;4 O My child can’t do their daily routine today

5

26

27

§§ 9. Ableto join in activities (things like playing out with their friends, doing

30 sports, joining in things)

31 . S i

32 O My child can join in with any activities today

gj O My child can join in with most activities today

35 O My child can join in with some activities today

i O My child can join in with a few activities today

38 O My child can join in with no activities today

39

40

41 (©University of Sheffield)

42

43

44

45

46

47

48

49

50

51

52

53

54

55

56

57

58 .

59

60 -
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Please use this space if there’s anything else you'd like to tell us about your
child

The
University

Of STAR 3
Sheffield. MAKING. LIFE EASIER

https://mc.manuscriptcentral.com/bmjpo


http://bmjpaedsopen.bmj.com/

7
Page 29 of 28 BMJ Paediatrics Open

Thank you very much for completing this questionnaire. We just need a bit more
information, and confirmation that you and your child are happy to continue being
part of the STAR project.

oNOYULTL B WN =

1 Are you happy for us to contact you again: yes 0 no O
13 1| Signature
151 | Child’s date of birth

-0 | | Contact details:

32 1 | We would like to ask a teacher of your child to fill in a questionnaire as well. May
34 | | we contact your child’s school? yes OO no O

36 School name

38 | | Can you suggest the name of a teacher who knows your child well?

42 Date of child’'s ADHD diagnosis

44 1 1 Which doctor gave the diagnosisS? ..........ccooiiiiiiiii e,

Where they were diagnosed? (e.g Ryegate children’s centre, CAMHS, etc)

33 Please post this as soon as possible in the accompanying freepost envelope, or send it to
Philippa Fibert, Sheffield School of Health and Related Research, Regent Court, 30 Regent
56 Street, Sheffield, S1 4DA.

58 -
59
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