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Introduction

This document contains the Australian evidence based clinical practice guideline for ADHD, public consultation feedback provided by the public during the period
from the 7t" March until the 10" April. Where individuals/organisations have asked for their feedback to be de-identified and potentially identifying information was
within their feedback, text has been redacted to keep their identity confidential. Where organisations/individuals provided consent to identify there feedback their
details have been provided. Of the 54 submissions, three were not in the required format and the GDG reviewed these submissions and agreed not to include them.

This document contains the 51 accepted submissions.
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ID: 002; Deidentified

General Feedback

ID

Feedback

002

e aflowchart would be helpful in determining what medication to use
e ashort 1 page summary of recommendations

e inclusion of recommended screening questions for different ages including adult age group and for females

e rejection sensitive dysphoria was not discussed at all

ID: 003; Anthony Zehetner; Paediatrician

Feedback On Recommendations

ID Document (Guideline Or | Section Of Document Page Rec Number Comment (Maximum 150 Words)
Technical Document) Number

003 Guideline document Foreword 5 N/A 800,000 with ADHD out of 25 million population (2020) = 3.2% population
(seems low incidence?)

003 Guideline document Summary of 12 1.1.1 Children with epilepsy are not traditionally medicated by neurologists for

Recommendations ADHD (rather general paediatricians) — should this change to involve

more neurologists?

003 Guideline document Diagnosis 13 2.1.1 Diagnosis — exclude vision or hearing deficit, assess quality of sleep

003 Guideline document Diagnosis 13 2.1.2 Psychometric Assessments are not mentioned — is there no strong

evidence to recommend them?
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adults (aged 18 years
and above)

003 Guideline document Co-occurring disorders | 14 2.2.1 Co-occurring Disorders — Separate Mood (Anxiety) & Disruptive
and differential (Conduct) Disorders
diagnosis

003 Guideline document Co-occurring disorders | 15 2.2.2 Absence Seizures are a differential diagnosis for Inattentive ADHD
and differential
diagnosis

003 Guideline document Information needs 15 2.3.1 ADHD diagnosis often occurs at a time of rapid and changing cognitive
following diagnosis development, eg impulsivity and emerging autonomy (adolescence)

003 Guideline document Information needs 16 234 Avoid any potentially judgmental wording, eg ADHD is not ‘bad
following diagnosis behaviour' or a ‘learning disorder’

003 Guideline document Information needs 17 2.3.7 Change ‘employees’ to ‘employers’ (eg implication for Defence Force
following diagnosis entry)

003 Guideline document Starting and managing | 23 5.1.3 For hypertension may need to specify >95th centile for age, etc?
pharmacological
treatment

003 Guideline document Medication choice - 24 5.2.1 Potentially change ‘paediatrician’ to ‘developmental paediatrician’?
young children aged
under 6 years

003 Guideline document Medication choice - 24 5.3.1 Lisdexamfetamine may be considered first-line therapy (PBS criteria)
children and young
people (aged 6 to 17
years)

003 Guideline document Medication choice - 24 5.4.3 Guanfacine not indicated in adults de novo due to possible reduction in

reaction time and implication with driving accidents
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recommendations

003 Guideline document Medication choice — 26 54.4 Stimulant-induced hypertension may need to be weighed against
adults (aged 18 years cardiovascular risk profile for use in adults >65 years of age, drug-
and above) interaction effects
003 Guideline document Further medication 26 5.5.2 Modafanil has high risk of abuse, evidence of venlafaxine (selective
choices noradrenaline and dopamine reuptake inhibitor), viloxazine (released
USA in 2021 for ADHD)? (page 133) — Previous candidates were MAOls,
amantadine/memantine (NMDA-antagonists)
003 Guideline document Introduction — what 36 N/A The guideline does not address drug dosages including maximum daily
the guideline does not limits
address
003 Guideline document Introduction — what 36 N/A Economic feasibility/cost effectiveness is not considered, eg PBS,
the guideline does not combination use
address
003 Guideline document Care pathways — 39 N/A ‘Drug holidays’ now appear outdated and unnecessary, position
pharmacological statement?
003 Guideline document Care pathways — 40 N/A Age when children may refuse ADHD medication? Guidelines for
principles assessing mental competence for medical consent?
003 Guideline document Diagnosis 77 2.1 Excellent summary of categorical diagnostic process around the world
003 Guideline document Diagnosis 78 2.1 Interesting finding regarding EEG testing though some centres promote
this
003 Guideline document Diagnosis - 79 2.1.3 Neurocognitive tests may be valuable adjuncts and should be
recommendations incorporated
003 Guideline document Diagnosis - 79 2.1.6 ADHD maybe missed from not looking rather than accepting delayed

diagnosis
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support needs
following diagnosis

003 Guideline document Co-occurring disorders | 80 2.2 Anxiety may be protective of ADHD or mask it due to hypervigilance from
and differential adrenaline release (acting on post-synaptic alpha2-adrenoceptors as
diagnosis ADHD medicines do)

003 Guideline document Co-occurring disorders | 81 2.2.1 Childhood bipolar disorder not readily seen in Australia though many
and differential USA centres deem this to be ‘treatment-resistant’ ADHD
diagnosis

003 Guideline document Information and 82 2.3 Stigma is important to consider — for a disease diagnosis and treatment
support needs visibility (eg taking medication at school, going to the office, being
following diagnosis questioned by a teacher if dosed)

003 Guideline document Information and 82 2.3 Impact on employment opportunities to be considered, eg pilot licence
support needs application rejected if on ADHD medication though better performance
following diagnosis when medicated (medicine corrects attentional ‘deficiency’ like glasses

correct visual ‘deficiency’), disease bias?

003 Guideline document Information and 82 2.3 Are there any First Peoples psychometric assessments or is this a need
support needs which requires to be developed? (see also Chapter 6)
following diagnosis

003 Guideline document Information and 84 2.3.1 ADHD medication reduces substance use, road traffic accidents and
support needs violence. Awareness programs should be funded like QUIT programs,
following diagnosis road safety and domestic violence. Change of supply to allow emergency

supply by pharmacists vs abuse potential

003 Guideline document Information and 84 2.3.2 Siblings of ADHD patients may show similar phenotype — fulfil DSM-5
support needs ADHD-NEC (Not Elsewhere Classified) diagnosis? ‘Slow Cognitive Tempo’
following diagnosis (mild form of ADHD) was considered for DSM-5 but ultimately rejected

as considered too common/normal population

003 Guideline document Information and 85 2.3.4 Open plan classroom learning model (eg 3 teachers and 70 students in

one large room) is deleterious for ADHD patients with noise and
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distractions — consider changing this to small group, 1:1 learning if
resources

003 Guideline document Information and 85 2.34 Issue of ‘hyperfocus’ in some ADHD patients not mentioned or
support needs addressed
following diagnosis
003 Guideline document Information and 85 2.3.6 Due to high heritability, parents may need to be assessed for ADHD if
support needs parenting difficulties
following diagnosis
003 Guideline document Information and 85 2.3.7 Is there value in promoting prominent Australians with ADHD who had
support needs ‘overcome their adversity’ as role models?
following diagnosis
003 Guideline document Information and 86 2.3.8 Better portrayal and more accurate presentation of ADHD in the media
support needs as distinct from comorbid disruptive disorders (often considered by
following diagnosis public what ADHD is). Correct misinformation, eg ‘red cordial’, excess
sugar per se
003 Guideline document Treatment and support | 87 3.1 Pharmacotherapy should be promoted as most effective, first-line
therapy based on the long-term evidence, not counselling alone which
may delay treatment, harder to obtain and be more costly in comparison.
Don't promote mediation use under 6 years of age
003 Guideline document Treatment and support | 88 3.1 Not all stimulants induce tics, some reduce them so should not be an
absolute contraindication for use (ie may still be trialled). ‘Non-stimulant’
medication are not necessarily ‘safer’ (eg 1/270 suicidal risk with
atomoxetine) though are inferior in effect
003 Guideline document Transitions 91 3.2 Need pathways for adolescents to be transitioned to Adult Psychiatrists

at age 18. Many adult psychiatrists do not manage adult ADHD — Why?
Education and training deficit?
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003 Guideline document Lifestyle changes and | 93 4.1 We need more Health-related quality of life (HRQoL) child and adolescent
environmental use and data to ensure we are making meaningful difference in ADHD
modifications patients’ lives (improves adherence with therapy)

003 Guideline document Lifestyle changes and | 93 4.1 Assess substance use as a ‘failure’ of ADHD therapy or form of ‘self-
environmental medication’
modifications

003 Guideline document Lifestyle changes and | 94 4.1 Emotional Regulation courses (eg Rock and Water) and martial arts (self-
environmental discipline, modelling calming behaviour) may be easier to institute in
modifications schools and the community despite low evidence results. High-Intensity

Interval Training (HIIT) also a postulated treatment. Light therapy and
circadian rhythm training may improve sleep then memory and
behaviour too (many hyperactive-impulsive ADHD patients do not receive
enough sleep).

003 Guideline document Parent/family training | 100 4.2 Statement that services (and so cost) are unlikely to be ongoing. Is this

accurate? Does this account for co-occurring conditions?

003 Guideline document Cognitive-behavioural 104 4.3 Some centres advocate for Occupational Therapy (eg Floortime®) for 4-6
therapy year-olds. Is there any evidence of efficacy for this? Appears not.

003 Guideline document Attention/memory/cog | 109 4.4 Access to ‘brain-training’ (eg CogMed or Luminosity) may be effective as
nitive training an ADHD therapy? Is there a recommendation to access this (eg over

those children who can't do CBT?)

003 Guideline document Peer support workers 113 4.7.1 Peer support is interesting: ADHD Life-coaches may work, and high-

school ‘buddy system’ may help with organisation getting to classes, but
most peers with ADHD may be negative influences regarding ‘risk-
taking'. Is peer support a benefit or just absence of others with ADHD?
Engagement with sports, community (eg PCYC) and church programs
often assists adolescents with chronic illness
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003 Guideline document Starting and managing | 118 5.1 Many parents delay initiating pharmacotherapy despite access to it.
pharmacological Many adolescents will not take medication on purpose (though pretend
interventions or state they do)

003 Guideline document Medication choice 123 5.2 Risperidone is correctly highlighted as not an ADHD treatment. Some
doctors have used to as an adjunct for weight gain (guanfacine is better
and indicated for ADHD)

003 Guideline document Medication choice 124 5.2 Cites a study showing superiority of lisdexamfetamine over OROS
Methylphenidate (Concerta). Dextromethorphan should not be promoted
as it is often a drug of abuse. Likewise piracetam has limited availability,
efficacy and safety

003 Guideline document Medication choice 125 5.2 No evidence for concomitant use of methyphenidate with atomoxetine
(no PBS subsidy too for dual use so cost prohibitive, approximately
$200/month)

003 Guideline document Medication choice 130 5.2 For children under the age of 4 years in NSW, the Stimulant
Subcommittee requires an opinion from both a Child Psychiatrist and
Paediatrician for up to 3 months use

003 Guideline document Medication choice 131 5.4 | am sure a combination lisdexamfetamine/guanfacine drug will be
released in future. In Japan a delayed-release capsule of
methylphenidate is being developed to be taken at night so that it
releases methylphenidate before the patient wakes obviating the lag
time to effect after morning dosing

003 Guideline document Further medication 132 5.5 Some sleep physicians are recommending Cannabidiol (CBD) oil in ADHD
choices patients over 18 years citing the ADHD brain is more ‘active’ during

sleep. Not sure if any evidence for practice?

003 Guideline document Further medication 133 5.5 No comment regarding urine testing of ADHD metabolites to assess
choices adherence which may be useful in workplaces, aviation, when driving, etc
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003 Guideline document Monitoring treatments | 134 5.3 If there is no evidence for a ‘drug holiday’ then the default position
should be none
003 Guideline document Monitoring treatments | 135 5.3 No evidence to support superior time of day dosing guanfacine noted
003 Guideline document Monitoring treatments | 136 5.7.5 | would expect a degree of initial weight loss to ensure stimulant dose is
appropriate and there is adherence with therapy. Hypoglycaemia may be
a rare complication. Note weight gain with guanfacine!
003 Guideline document Monitoring treatments | 136 5.7.5 Sexual dysfunction is often a reason for self-discontinuation in
adolescents
003 Guideline document Adherence to 138 5.4 Electronic phone applications and e-scripts are helpful in ADHD adults
pharmacological
treatments
003 Guideline document Medication 141 5.5 Is the risk of harm upon cessation a drug withdrawal phenomenon (not
Discontinuation known, methylphenidate often causes tolerance throughout the day) or
more likely return of ADHD symptoms (eg impulsivity) and unchecked
co-occurring conditions? Guidelines cite limited evidence (some studies
postulate atomoxetine has some persisting beneficial effects)
003 Guideline document Medication 143 5.5 Trial of cessation of medication should be considered over school
Discontinuation holidays
003 Guideline document People in the 144 6.1 Due to its minimal risk of abuse, lisdexamfetamine should be the
Correctional System preferred medication for use in correctional facilities
003 Guideline document National Services 154 7.1 While ADHD remedial therapy access under NDIS is laudable, who is this

financially sustained? Already we have a ‘budget blowout’ with ASD
cases accounting for half of the NDIS costs. ADHD occurs at least five
times more likely as ASD, so who will fund and provide all of these extra
services?
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003 Guideline document Professional Training 157 7.3 Currently how many geriatricians diagnose and manage ADHD? Are we
missing cases? How does dopaminergic and noradrenergic drug therapy
affect comorbid Parkinson Disease and dementia? We need many more
international geriatric studies in ADHD too. | note that no geriatricians
were on the ADHD Guideline Development Committee.

003 Guideline document Chapter 8. 158 8 Currently veterinarians are unable to access stimulant ADHD drugs for
Considerations — animals, including research. Should this change?
Research

ID: 004; Michele Kempys, Retired teacher

ID Feedback

004 It was with a heave of “finally!!” that some adults are now being assessed as having ADHD after years of being incorrectly diagnosed or not diagnosed at all. |
am now 72 years old and believe | was never thought of as having ADHD, just as being a little “eccentric “ or being called, “ Dory" from Nemo by my teaching
cohort. Throughout my life | have procrastinated for weeks, months or even years over things that might take just a little while to do but | found that | would
become totally overwhelmed by whatever needed to be done and would be in a state of mental paralysis until the work was completed...eventually.

There are many instances of me procrastinating when | had to complete assignments at University. | started university when | was 48 years old and
throughout those 4 years many, many times | had to ask for assignment extensions because | was procrastinating; the assignment would always be
completed in the very last night before it was due. At the completion of my teaching degree in Special Needs, | received Honours and the Vice Chancellor's
award for Excellence, and my Grade point average was 4.3.

The same procrastinating applied for my teaching career! | loved teaching but loathed having to submit my teaching programme at the 5 week mark. Once
again, | would be asking for extra time to submit my teaching programme, nearly every term | was the last teacher to turn in my programme much to the
frustration of my Supervisor and Principal.

My adult children tell me | talk to fast, too often, interrupt them or people speaking to me etc. My daughter saw me writing this Feedback and asked if |
wanted to be assessed or go on to other medication, but | said No.

I'm happy being who | am, and always have been.

This is the first time | have ever completed any writing as soon as | saw your article! ©
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ID: 005; Deidentified

General feedback

ID Feedback

005 | would like to see more research and consideration for menstrual cycle impacts on symptoms, diagnosis, and treatment. Although the likely under-diagnosis
of non-male individuals is believed to be largely gender-based socialisation and social tolerance of behaviours, there is emerging evidence of fluctuating
symptoms throughout the menstrual cycle which may further complicate identification and diagnosis. | will include references below in the appropriate
sections but in summary | believe that these guidelines would benefit from greater exploration of how the menstrual cycle may influence symptom severity or
presentation, the effect of co-morbid menstrual-based mood disorders such as PMDD on symptoms, and following diagnosis, whether medication dosage
requirements may change based on the point in the cycle an individual is in. Further consideration of how hormonal contraceptives (including the combined
pill, progesterone-only pill, and long acting hormonal contraceptives such as implanted devices and IUDS) may alter this cycle and the effectiveness of
medication

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Recommendation | Comment (Maximum 150 Words)
Technical Document) Document Number | Number
005 Guideline document Chapter 1 74 1.1.2 Symptom severity or presentation may be less consistent in individuals who

experience a menstrual cycle and assessment of adolescents and adults should
take this into consideration

005 Guideline document Chapter 1 76 1.2.1 Screening as such should not be universal but better awareness of teachers with
regards to how ADHD may present would be valuable - i.e. children who appear
intelligent but forgetful or ‘sloppy’ with their work will not benefit from negative
criticism and efforts to understand why children behave in certain ways should
be the first response rather than criticism and discipline.

005 Guideline document Chapter 2 81 2.2.2 Include the option for a month-long ‘diary’ to be completed by menstruating
005 individuals to minimise likelihood of underreporting of symptoms and to better
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understand how presentation and impairment may present across the cycle. This
may also be generally useful for all individuals to see if there are situation or
events which stress coping or masking techniques to the point of making

symptoms less manageable.

-Diagnosis of conditions like PMDD should not preclude ADHD diagnosis but

should be assessed for potential to reduce coping capacity

005

Guideline document

Chapter 2

84

2.3.1

Patients should be informed about how symptoms such as
inattention may manifest such as difficulties with verbal instructions,
attentive listening, and auditory processing issues as these have
significant impacts on interpersonal relationships and how
individuals with ADHD may be perceived by teachers, peers, and
bosses, as well as their own self-perception.

005

Guideline document

Chapter 5

122

NA

Workforce shortages, especially for adults, need urgent action.
Upskilling of general practitioners to diagnose and commence
treatment, or to commence treatment following assessment by a
neuropsychologist or mental health nurse with adequate Medicare
rebates would help significantly. Out of pocket costs and the
administrative difficulty of organising psychiatry appointments due
to workforce shortages (necessitating frequent alterations to
referrals, repeating referrals where they expire prior to appointments
etc) places a substantial burden on individuals undergoing diagnosis.
For reference, my diagnosis process took more than 6 months from
GP referral to commencing treatment, with numerous instances of
me having to alter my referral due to psychiatrists closing their books
and having to chase up whether they had even received and
processed my referral — and this was prior to the current situation
where individuals are waiting up to a year. This is especially an issue
in rural and regional areas, but even ‘major cities’ such as Canberra
have such serious shortages that any new patient must either travel
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or access telehealth services (and still wait months) as there are no
clinicians in Canberra with availability.

Feedback On Additional Evidence

ID Section Of Recommendation | Evidence Details (example) Comment (Maximum 150 Words)
Document Number
005 Guideline Background Haimov-Kochman, R. and Berger, I., Relevant to presentation and recognition of ADHD in menstruating individuals
document 2014. Cognitive functions of regularly
cycling women may differ throughout
the month, depending on sex
hormone status; a possible
explanation to conflicting results of
studies of ADHD in females. Frontiers
in Human Neuroscience, 8, p.191.

005 Background, Quinn, P.0. (2005), Treating As above. Also makes case for clinicians potentially screening individuals
screening, adolescent girls and women with experiencing pregnancy in teens, individuals presenting with ‘burn-out’ or
treatment ADHD: Gender-Specific issues. J. chronic fatigue, and those with alcohol/drug issues including binge-drinking

Clin. Psychol., 61: 579-587. and risky behaviour.

https://doi.org/10.1002/jclp.20121
-Discusses the increased likelihood of not experiencing full remission of ADHD
symptoms after starting treatment due to the effects of hormonal fluctuations.
-case study demonstrates the need for consideration of hormonal treatment or
dose flexibility of stimulants where substantial distress or increase in
symptoms arises in the luteal phase.

005 Background, Roberts, B., Eisenlohr-Moul, T. and
screening, Martel, M.M., 2018. Reproductive
treatment steroids and ADHD symptoms across
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the menstrual cycle.
Psychoneuroendocrinology, 88, pp.105-
114.

Symptom severity fluctuates across cycle with change in hormonal levels, as
opposed to just the levels themselves, associated with increased severity of
symptoms. Anecdotally can support this observation from own experience.

005

Treatment

Justice, A., de Wit, H. Acute effects of
d-amphetamine during the follicular
and luteal phases of the menstrual
cycle in women. Psychopharmacology
145, 67-75 (1999).
https://doi.org/10.1007/s002130051
033

Changes in self-reported response to stimulant medication during cycle

005

Treatment

Kok, F.M., Groen, Y., Fuermaier, A.B.
and Tucha, 0., 2020. The female side
of pharmacotherapy for ADHD—a
systematic literature review. PloS one,
15(9), p.e0239257.

Literature review of sex-based medication differences finds that females may
respond better (i.e. symptom severity) long-term with methylphenidate but have
less improvement (i.e. complete remission) in symptoms, and be less suitable
to long-acting MPH due to earlier decline throughout day associated with lower
bioavailability of oral stimulants. May also respond better to Atomoxitine but
key improvements seem to be confined to emotional dysregulation and social
functioning.

ID: 006, TJ Ryan, Copywriter & Editor

General Feedback

ID

Feedback

006

I would strongly recommend changing the structure of the guideline based on the outcome you are trying to achieve: either government action to overhaul
how the medical system treats and refers ADHD patients like myself, or provide doctors with a guideline they can use to treat and refer ADHD patients. | say
this for 2 important reasons, and I'm happy to assist as an editor if you need help and have the budget for it.
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Firstly, if the goal is to achieve government action, we need to “un-bury” the key recommendations and findings that we need the government to act on,
because they are currently scattered throughout this 444 page document. I've never seen a more cluttered report. And it starts at section 2.2. not section 1.0
— what's that about? There should be a Recommendations section before section 2.2 that lists all the recommendations from the “Summary of narrative
review and expert opinion” sections, e.g. section 6.3 page 309; section 11.1 page 398; etc. As we already know from other submissions to the government
where they've been given 50 recommendations and only actioned 1 or 2 of them, you have to really make it basic and simple for them to get it.

Secondly, if the goal is to educate doctors about how to better treat and refer patients with ADHD, then this document needs to be 4 pages, not 444. I've never
met a GP who knew anything in any detail, or who had time to learn anything new. I've seen about 20 different GPs in the past 10 years, and they're all running
late, overworked, under pressure from Medicare, and most of them literally have to get out Google when | request referrals for anything more complex than “I

have a cold, please give me a medical certificate for work.”

ID: 007, Deidentified

Feedback On Recommendations

ID

Document

Section Of | Page
Document Number

Recommendation
Number

Comment (Maximum 150 Words)

007

4.7.3

There is clear evidence that neurofeedback is a ‘Efficacious and Specific” (Level 5)
intervention for ADHD and it should be included as a recommended intervention. For
details regarding additional evidence see below.

Feedback On Additional Evidence

ID Section Of Recommendation Number | Evidence Details Comment (Maximum 150 Words)
Document (example)
007 | 4.73 Evidence-based | would refer Guideline Development Group Members to this publication. To quote: “The

Practice in
Biofeedback &

completely revised Evidence-Based Practice in Biofeedback and Neurofeedback (3rd Ed.)
provides the most comprehensive and up-to-date evidence-based and neuroscientifically
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Neurofeedback 3rd supported information available in print anywhere. Every clinical condition has been

Edition thoroughly reviewed, rigorously revised and updated, and meticulously documented and
referenced by respected experts in their field. For those in the worldwide field of
neuromodulation and neurotherapy, this is an immensely valuable tool and vital resource to
ensure we increasingly attain to the highest standards of scientific investigation and clinical
expertise.” Robert P. Turner, MD, MSCR, QEEGD, BCN. Associate Professor of Clinical
Paediatrics and Neurology, University of South Carolina School of Medicine and
Palmetto Health, Richland Children’s Hospital. | would urge Group Members to
familiarise themselves with this important document recommendations/conclusions
regarding the efficacy of neurofeedback in the treatment of ADHD. Thank you.

ID 008; Roger Paterson, Medical Specialist, Psychiatrist

General feedback

ID Feedback

008 Considerations—subgroups Section (Page 144) talks about the Correctional system and indigenous populations, but | would have thought that mentioning
the substance use disorder (SUD) population is paramount given the significant overlap between the 2 conditions, something clinicians are dealing with every
day. The NICE guidelines have little mention of ADHD comorbidity with SUD other than recommending caution in prescribing stimulants to people who are at
risk of drug misuse.

This issue is much better discussed by 2 other guidelines:

1. Belgian Good Clinical Practice in the recognition and treatment of ADHD and adults with substance use dependence, 2016.
2. International Consensus Statement on Screening, Diagnosis and Treatment of SUD patients with comorbid ADHD, 2018.

| have reviewed these guidelines and can follow-up with more details, both from the guidelines and with technical data as appropriate. In particular, the
guidelines address several questions:

1. Physicians or clinical psychologists can make the diagnosis of ADHD in the presence of SUD provided they have had extensive training in both.
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2. Screening tools are useful, but bear in mind that SUD patients often underreport the severity of their SUD symptoms, but may exaggerate symptoms
of ADHD to gain access to stimulant medication. Involvement of family members is even more important in this area of ADHD treatment.

o g kM w

training had the strongest evidence.

Exclusion of mood and anxiety disorders is important.
Best to stabilise the SUD before commencing ADHD treatment which will include pharmacotherapy, psychotherapy and medical aspects.
Pharmacotherapy—emphasis on using long acting formulations to avoid misuse, or nonstimulants e.g. atomoxetine, bupropion.

Strong evidence that treatment of ADHD with stimulants does not increase the risk of developing SUD (but may not reduce the risk of developing
SUD). Recognising ADHD in SUD patients improves treatment retention.

7. Nonpharmacological interventions?—-Little research evidence, but strong expert opinion suggests that many therapeutic interventions may be
appropriate for SUD and ADHD including: Psycho education, individual coaching, peer support, CBT, skill training, mindfulness and DBT. CBT with skill

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
008 Guideline document Summary of 11 Difficult to distinguish between consensus recommendations (CCA) and clinical
Recommendations practice points (CPP)—some expansion on page 41 under Recommendation type, but
still unclear.
008 Guideline document Summary of 14 2.1.3 Rating scales are recommended but no specifics, this would be helpful.
Recommendations
008 Guideline document Summary of 25 53.2 Recommending to only move from a short acting to long acting stimulant medication if
Recommendations the shortening acting has been effective. | have seen some patients with an equivocal
response to short acting who do much better on long acting. Could this
recommendation be broadened and call it a CPP?
008 Guideline document Summary of 25 543 "Guanfacine should be offered to adults"—no TGA recommendations for newly
Recommendations diagnosed adults, only for those adults continuing their childhood treatment. And also,
there is confusion on my part about this being a strong recommendation but very low
certainty—how can that be reconciled?
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008 Guideline document Summary of 24 5.2.1 Reference is made to the TGA stating that no treatment is approved younger than 6,
Recommendations but in fact that is only for methylphenidate. Dexamphetamine is allowed from age 3
onwards.

008 Guideline document Summary of 27 5.6.6 One of the reasons often proffered for preferring long acting preparations is that they

Recommendations have reduced tolerance. But tolerance is not mentioned in this list of reasons, possibly
because there is no evidence for it?
008 Guideline document Throughout When the document refers to long acting formulations, the term Modified Release is
document used and when referring to short acting formulations the term Immediate Release is
used. | found this confusing and think it would be more appropriate to just refer to
short acting or long acting preparations. Concerta is particularly confusing as it seems
to be argued that it is a Modified Release formulation, but in fact has a powder coating
of short acting methylphenidate on the outside of the capsules which technically
means it is also an Immediate Release.
008 Guideline document Methods 51 Guideline search date was clearly stated as being up to 2018, but unclear what the
research paper end date was. On page 51 there is talk of the research review going
back over the past 5 years but not sure about where the end date is actually?
008 Guideline document Summary of 27 5.7.1 The important word Titration is not mentioned in this Summary although is mentioned
Recommendations later in the document. Being so important, it would be helpful to mention here.
Particularly as this is a CPP.

008 Guideline document Summary of 33 7.4 Little mention of how GPs may be useful in a shared care or even total care longer term
Recommendations treatment phase. Page 156 expands on GPs with respect to training only.

008 Guideline document Summary of 33 8.11 Mention of the James Lind Alliance which seemed a rather obscure reference, some
Recommendations explanation please.

008 Guideline document Summary of 67 First Talks about the rate of persistence of ADHD into adulthood varying across studies, but
Recommendations paragraph | then gives no examples of the limits of the variation. Could be as low as 1%? Could be

as high as 99%?
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008 Guideline document Summary of 70 page At the top and very bottom of this pages the only explanation which professionals
Recommendations should be treating ADHD: "They should be appropriately trained and credentialled”. It is
explained as to why this is left open but some more detail would be appropriate and
mention of certain specialties e.g. paediatricians for children and young people, and
psychiatrists for all ages.
008 Guideline document Summary of 133 Second "Age restrictions to not apply to PBS listings for dexamphetamine and for
Recommendations paragraph | methylphenidate immediate release formulations” (I think that is referring to no upper
age restrictions, but certainly there are lower age restrictions—dexamphetamine not
under 3 and methylphenidate not under 6).
008 Guideline document Summary of Page 24 | 5.31 and | Little justification is given for the advice to initiate stimulant medication with
recommendations | and 25 5.41 "immediate-release” stimulant medication (btw, | prefer the term short acting rather

than immediate release as mentioned). On page 129, final paragraph, the only evidence
| could find was a statement: "GDG discussed the preference to initiate treatment with
short acting stimulant medication”. | think it would be fair to state as regards
medication choice:

1. Both dexamphetamine and methylphenidate should be offered as the 1st line
pharmacological treatment for ADHD, with evidence suggesting that
dexamphetamine is slightly more effective, but methylphenidate slightly better
tolerated in children- Sam Cortese, Lancet 2018.

2. The choice of whether to start with short or long acting formulations has little
research evidence to guide a choice other than clinical practice which is mixed,
and is largely left up to to the clinician who weighs up the advantages and
disadvantages of short and long acting formulations. Often a trial of both
formulations is useful and indeed it may be that patients end up on a combination
of both.
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ID: 009; Deidentified

General feedback

ID

Feedback

009

The Guideline Development Group (GDG) acknowledges that societal barriers are obstacles for full and equal participation in the community for a
person with ADHD, rather than viewing ADHD symptoms as a personal impairment. In this guideline we have attempted to balance traditional medical,
biopsychosocial and social disability models, to ensure a considered approach to the identification, diagnosis and support of people with ADHD.

A focus on the wording of developing must move away from the disease model of thinking and towards the social model, for instance when discussing how
ADHD may develop in a cohort, the wording should reflect current best practice — where disorders exist on a spectrum and the impairments experienced from
these rise and fall. It does not, from current research and historical evidence, Hippocrates first mentioned traits similar to ADHD in 396BC, spontaneously
develop. Following the 208 Evidence Statement from 2021, the evidence demonstrates that is exists through populations, and the symptoms are universally
experienced, but it is the impairments and their impact that demonstrate a disorder or not.

Many of the worst impairments experienced by people with ADHD are social isolation and discrimination — it is noted that the non-pharmacological
interventions does not call for any targeted awareness campaigns in the community writ large and instead recommends high-risk provider training. Given the
prevalence of ADHD, indicated in this guideline and other reports, this does not seem to accomplish relieving impairment burden.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number

009 Technical Document, 2.4 Screening 45-49 No.1.2.1- | Screening should be done at a population level. The opinion to not support universal
Guideline and 3 screening is flawed according to this guidelines own development. The “cost” of ADHD
recommendations going undiagnosed in childhood are impairments that lead to completed suicides,

exclusion from education opportunities, increased instances of lifestyle comorbidities,
increased instances of child abuse by family and peers. This is not a cost that is borne
easily by Australia as a whole, and not at a primary health care level, which is noted in

the 2.2.8 clinical need question. The cost of false positive diagnoses may be
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inappropriate supports for a short time while positive diagnoses and supports alleviate
untimely death or the need for supports later. A good example of this approach is the
way that babies with suspect Blood Glucose levels and mothers who developed
Gestational Diabetes are monitored closely until it either resolves or proves out.

009 Guideline Summary of 11-12 1.1.1-2 The identifiers used are post impairment i.e indicators of the impairments already being
Recommendations experienced. Many people who experience these identifiers will have experienced more
1.1.1 specific risk factors or ACE's prior where the focus should be.

ID: 010; David Coghill, Medical Doctor & Academic Researcher

General feedback

ID Feedback

010 In general, | am supportive of the guidelines which provide many sensible and positive recommendations for reducing the very clear variability in clinical practice
with respect ADHD in Australia. | do however also have some critical comments about some of the recommendations made in various sections of the guidelines.
| will focus my comments on these aspects. Where no comment is made this should be seen as supportive of the recommendations.

One very general comment relates to the layout of the guidance. There are many examples of paragraphs that address two topics that, in my opinion would be
much better presented in separate paragraphs. For some of these it is also the case that the next paragraph returns to discuss a point made in the first section
of a previous paragraph, meaning that the intervening section breaks the continuity of the argument or point being made. This may seem minor but it will make
the whole guideline much more difficult to follow and therefore implement.

Similarly, | think that bulleted lists could have been used more effectively in the text. This would also make long lists of points easier to read and take into
consideration. This more effectively done in the recommendation tables but is also important for the summaries of narrative reviews and clinical considerations
sections.

There are also several inconsistencies in recommendations which means that they do not fit with the ‘Specific, unambiguous, actionable” approach.

There is also quite significant imbalance with respect the detail of discussion afforded to different topics. While this is understandable there are times when |
feel that some important topics are not as fully enough discussed while others are perhaps afforded too much space.

For both of these latter points | will try and be more specific in the detailed response.
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Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Number Comment (Maximum 150 Words)
Technical Document) Document Number
010 Guideline Executive 8 N/A The are several issues with the Executive Summary that could be
Summary clearer. This is important as it is the only section that some people will

read and therefore needs to be accurate and very clear.

010 Guideline Executive 8 N/A The first sentence does not read clearly. Attention deficit hyperactivity
Summary disorder (ADHD) is a neurodevelopmental disorder (that most occurs
while a person’s brain is developing during childhood), with an onset
typically before 12 years of age.

While | think | understand that the writer is trying to unpack the
meaning of neurodevelopmental ADHD does not really ‘occur’

010 Guideline Executive 8 N/A In the third paragraph is it not true that some groups of people are
Summary more likely to ‘meet criteria’ for a diagnosis rather than ‘receive’ a
diagnosis
010 Guideline Executive 8 N/A In the last paragraph of this page | think it would be helpful to indicate
Summary what the purpose of parent/family training is. | will return to this later

but | think it should be clear that this is about improving functioning
rather than reducing cote symptoms. Again as many people will use
this exec summary to scaffold their understanding needs to be really

clear
010 Guideline Executive 8 N/A I think that there should also be mention in the exec summary that
Summary when assessing someone for ADHD the clinician should also assess for

other common comorbidiities
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010 Guideline Executive 9 N/A I have several comments on pharmacological treatments which if
Summary changed in recommendations would need to be changed in exec
summary.

Other comments on medication section and ongoing care sections of
exec summary include: it seems strange to include clonidine in this
section (limited evidence and not licensed); in ongoing care why not
comment on ongoing care if non pharma treatments are offered?
Monitoring BP is as important as weight/height and should be included

010 Guideline Introduction 35 N/A Intended users: Nurses are not usually included as allied health and are
not listed as a category of clinicians. This should be addressed here
and throughout the guidelines (usually where allied health is
mentioned)

010 Guideline Introduction 36 N/A To whom this guideline applies. Throughout the document there is
inconsistent use of young people and adolescent (and possibly youth).
Should check for consistency

010 Guideline Introduction 41 N/A Towards bottom of page table 2 is labelled as table 1

010 Guideline Introduction a7 N/A There is comment that questions were prioritised. It would be good to
be able to see the conclusions of the prioritisation. Is this in the
technical document? If it is would be good to have this referenced in
guideline. The level of prioritisation could be included in table 5

010 Guideline Background 59 N/A There is mention (para 20) of ‘adult ADHD' this should probably be
‘adults with ADHD’ throughout

Also the last paragraph (only one Australian ....) relates to a really small
unrepresentative study and in my opinion does not warrant inclusion
even if it is the only Australian data
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010

Guideline

Background

60

N/A

Last paragraph. Atomoxetine also affects dopamine in the PFC even
though it works via NA transporter.

010

Guideline

Background

60-62

N/A

| was very surprised that cognition was not covered in the aetiology
section. | think this is important as many clinicians explain ADHD as a
disorder of executive function so a discussion of the cognitive
heterogeneity, importance of non-executive cognition and the impact
this has on assessment and treatment would seem essential.

010

Guideline

Background

66

N/A

Note that APA require approval for DSM criteria to be quoted
(particularly important if this is an endorsed national guideline)

010

Background

68

N/A

| was surprised that ASD was not mentioned in the co-occurring
disorders

010

Guideline

Background

69

N/A

| understand the reason for including the different aspects of ‘best
practice’ however this section could also highlight that best practice
requires evidence based practice — and why. Alternatively it might be
better to re title this to more accurately highlight the principles that are
included

010

Guideline

Background

70

N/A

| agree that professional should be appropriately trained and
credentialed and this should be highlighted. However the
recommendations in the bulleted list only relate to credentialling. |
don't think that whet constitutes appropriate/adequate training is really
addressed anywhere in the guidelines. For me this is a serious
omission. It is highlighted throughout that training is poor but nowhere
does what should be happening actually get addressed. This probably
warrants a whole section (similar to research needs)

010

Guideline

Background

70

N/A

It would seem important that the section ‘services” actually detailed
what services are being discussed. Which services have the
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responsibility to deliver care? Is this ‘all health services' is it just health
or does it relate to education, justice etc

010 Guideline 1: Identification 72 NA The summary of evidence review here is an example of a section that
would read more clearly if formatted differently. | give this as an
example that would also apply to many other sections

“The updated evidence review identified 15 studies which explored
groups of people who were more likely than the general population to
have ADHD or are more likely to have missed a diagnosis of ADHD.

In children and adolescents, this included studies of:
e anxiety disorders
e autism spectrum disorder
e epilepsy
e family history of ADHD
e imprisoned
e intellectual disability
e children in out of home care
e mood disorders
e oppositional defiant disorder
e premature birth
e substance abuse
e tic disorders.

GRADE certainty of the evidence in the child and adolescent studies
was very low for 2 areas, low in 4 areas, and moderate for 6 areas. Of
the 12 different high-risk groups explored, 8 had significantly higher risk
of having ADHD than the control groups.
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In adults, included studies explored 9 different high-risk groups that
include people with:

e borderline personality disorder

e afamily history of ADHD

e intermittent explosive disorder

e internet addiction

e psychotic disorders

e substance use disorder

e who have made a suicide attempt
e suicidal ideation

e treatment-resistant depression.

GRADE certainty of the evidence in the adult studies was low for 8 high-
risk groups and moderate for one. Seven of the 9 high-risk groups had
significantly higher risk of ADHD than the control groups.”

It would also be nice to know which were the 7 with higher risk. This
could be done with a *

010 Guideline 1: Identification 74 1.1.1 Not clear why this is EBR and CCR
Suicidal behaviours should be included with suicidal ideation

Is it also possible to put mood disorders in the people of all ages. They
are certainly highlighted in the Kesler studies

It was not clear to me what the # in the table meant

010 Guideline 1: Identification 74-75 1.1.1 Here is an example where nurses should be included in list of clinicians

010 Guideline 1: Identification 76 1.2.2 The recent review of screening (Mulraney et al 2021, JAACAP) actually
found screening to be less efficient in these higher risk groups. | think
the most effeic int way to screen is to ask the questions when
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conducting an assessment. And so does this really sit in screening or
in assessment.

010 Guideline 2: Diagnosis & A general comment on this chapter. Section 2.3 was very

Assessment comprehensive but 2.1 and 2.2 were much less so. | found this
disappointing. In general assessment is often not comprehensive or
well executed. A lot of clinicians of all backgrounds lack training in
certain aspects (different by discipline) and voice the need for better
training etc. Here is the opportunity to really lay out what needs to be
done and highlight all the different aspects of training that are required.
| don't think that this is achieved.

Perhaps worth remembering here (and throughout) that NICE 2018 was
only an update and in that respect things hat were unlikely to change
much e.g. assessment were not updated or even given space as they
had been covered in detail in the 2008 guideline.

010 Guideline 2: Diagnosis & 78 2.1.2 Some guidance on what questionnaires could be used would be very
Assessment relevant here. Does not need to be specific but should it be broad band
(probably not) or ADHD specific (probably better although there are
some that probably have ok sensitivity but low specificity which is
problematic when people put too much reliance on them as | often see
in clinical practice).

| personally am very sceptical about the added benefits of
guestionnaires if you are doing an interview. Perhaps in the clinical
considerations there needs to be a bit more on the strengths and

limitations
010 Guideline 2: Diagnosis & 79 2.1.2 Should be specific and say ‘assessment of co-occuring physical and
Assessment mental health disorders’. This is something poorly done in routine

clinical practice (mental health professionals are poor at physical and
paeds are poor at mental health)
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010

Guideline

2: Diagnosis &
Assessment

79

213

As above | question the ‘should’ in this recommendation. If you do a
good enough assessment interview using structured approach why
‘should’ you use rating scales? Assessment of baseline before
treatment is different and would be covered by a later recommendation.

010

Guideline

2: Diagnosis &
Assessment

79

Consider replacing ‘obvious’ with ‘visible’ . | think this is what you really
mean

010

Guideline

2: Diagnosis &
Assessment

79

In the clinical considerations (here and most other times it occurs) |
have a problem with the comment that “These recommendations are
generally consistent with the existing practice of conducting
differential diagnostic assessments.”

They are consistent with generally agreed best practice but they are not
what generally happens in day-to-day clinical practice (that is why there
is so much variability and the guidelines are so important). Need to
consider the wording to reflect this. On the otherhand the fact that they
are best practice does not mean they are feasible to implement. A lot of
clinicians especially in private practice will tell you that they can not
give the time to do this due to MBS code restrictions and workload
pressures. You have alluded to this later in the paragraph.

I will not highlight this in every section but | think need to address the
same in all the clinical considerations where this statement is made

010

Guideline

2: Diagnosis &
Assessment

81

2.2.1

| agree with the sentiment here but would suggest considering clearer
wording instead of saying that these co-occuring disorders ‘should be
considered’ it would be clearer to say that they ‘should be screened for
and where this screen suggests presence then they should be
assessed’

In 2.2.2 you say that ‘clinicians ‘should conduct a comprehensive
assessment .......". this kind of wording should be used in 2.2.1
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The same comment about wording at beginning of clinical
considerations would be relevant here too.

Support

010 Guideline 2: Diagnosis & 83-4 2.3.1 There needs to be high quality psychoeducation about ADHD treatment
Assessment and support in all cases not just ‘when a person has a co-occurring
mental health or neurodevelopmental disorder’
| am sure this is assumed but needs to be explicit.
Also should add ‘impact on work’ to the list.
010 Guideline 2: Diagnosis & 84 2.3.2 Add ‘up to date, reliable’ to ‘reputable’. This is a tough recommendation.
Assessment Who decides what is reliable and reputable.
010 Guideline 2: Diagnosis & 85 2.3.6 This is a good point. However it would also be good to add that it is to
Assessment optimise parenting ‘rather than reduce core ADHD symptoms’ which is
a point that needs to be made much more clearly later in the treatment
section.
010 Guideline 2: Diagnosis & 85 2.3.8 Surely it is not always about involving other clinicians — there are some
Assessment things that can me inter-disciplinary rather than multi-disciplinary. |
understand that typical approach to care in australia is fragmented but
should at least say that the referral to others is only when the person
making the referral cant do it themselves.
010 Guideline 2: Diagnosis & 86 In the clinical considerations may be worth thinking about whether the
Assessment psychoed can be delivered in groups or using online education etc
010 Guideline 3: Treatment & A general comment on this section. | believe it could be considerably

improved with a much clearer discussion upfront, and very near the
beginning, on treatment targets. (these are highlighted later in Table 13
page 93). There is discussion woven into sections that alludes to the
findings that some treatments are better at focussing on some aspects
than they are at others but this is often hard to pick out as going
through.
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| would be saying that there are multiple treatment targets that include
core symptoms; non core but common associated symptoms and
problems (e.qg. irritability and emotional lability, sleep difficulties);
neurocognitive difficulties (exec (hot and cold) and non exec problems);
functional (including family and peer relationships, educational and
work challenges, social issues, justice related problems) and quality of
life (across same domains); co occuring mental and physical health
difficulties including other neurodevelopmental issues etc

Then it becomes much easier when talking about the different
treatments to discuss which of these potential problems the different
treatment approaches are good, and not so good, at improving.

| strongly believe that this will make the guideline much more useful
and also address some of the issues that currently arise from the
recommendations.

010

Guideline

3: Treatment &
Support

88

It would also make more sense in my view to talk about treatment
choice, ordering and the combined vs non combined approach after you
have described what each treatment is good and not good at doing.

Yes a combined approach may be better because it can address
different aspects of someone’s problems. But only if you are choosing
the right tool for the right job. So | would suggest discussing treatment
efficacy etc first and then treatment organization (in essence place
chapter three after the current chapter 5)

010

Guideline

3: Treatment &
Support

88

There are several statements in the summary of narrative review that
are very misleading and not supported by any of the evidence
described. For example:

“Current evidence best supports the use of pharmacological treatments
for treating the core symptoms of ADHD and suggests non-
pharmacological treatments may be more beneficial for improving the
function and participation of people with ADHD and for treating
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commonly co-occurring disorders, such as affect dysregulation,
anxiety, and low mood.”

This suggests that medications are not as good at ‘improving function
and participation of people with ADHD and for treating commonly co-
occurring disorders, such as affect dysregulation, anxiety, and low
mood'. There is very clear evidence that medications do do this (and
often do so as effectively as the non-pharma treatments, albeit in a very
different way.

Perhaps what was meant was that while the non-pharma approaches
are not effective at reducing core symptoms of ADHD that can be very
helpful in improving function and participation of people with ADHD
and for treating commonly co-occurring disorders, such as affect

dysregulation, anxiety, and low mood'.

This is a very different meaning and again relates to the issue raised
above about setting the different treatment targets out at the
beginning.

It is for example much less contentious to argue for the role of parent
training and CBT when one is explicit about the fact that you do not
expect them to reduce core ADHD symptoms.

010

Guideline

3: Treatment &
Support

89

Evidence to recommendation statement: This addresses some of the
issues raised above but needs to be clearer and strengthened.

Again it is not the case that medications do not address broader
outcomes with strong evidence that they improve functioning,
cognition, Qol and emotional lability and evidence from large
epidemiological studies that they improve a wide range of outcomes
e.g. reduce offending, suicidality, accidents etc.

The point is therefore not that non-pharmacological treatments ‘go
beyond the symptoms of ADHD but that their primary focus is on these
aspects. This does not diminish them in any way indeed they are key
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components. But it does mean that clinicians need to be aware of what
they do and don't do well.

010 Guideline 3: Treatment & 89 The last paragraph of the evidence to recommendation is for me not
Support helpful. If one acknowledges that the evidence for the effect of non
pharmacological approaches on core symptoms is low and symptom
reduction is a desired outcome (as it drives many of the functional
outcomes) it seems strange to to suggest that medication should be
recommended as a core treatment for most people over 6 years (as is
done in every other evidence based guideline | am aware of) but that
non-pharma treatments can also be offered to all (from the beginning)
as they can help improve a whole host of other problems that are
commonly seen

010 Guideline 3: Treatment & 89 The main problem when look at all the treatment sections together is
Support that it is not possible to draw up a treatment algorithm. This could
create real issues.

Basically says do what you want when you want in whatever order you
want except when you use medications you have to use short acting
first.

This contrasts strongly with all other international guidelines and is
likely to signal no change for practice.

010 Guideline 3: Treatment & 90 Clinical considerations: Multimodal treatment is not currently part of
Support usual care in Australia (but should be)

010 Guideline 3: Treatment & 91-2 1.3.1 Would be good to give some guidance about how early is early.
Support

010 Guideline 3: Treatment & 91-2 1.3.2 Transition leads are really only applicable in public care settings. In
Support other parts of guideline you make point repeatedly that almost no

Page 36 of 246



Australian Evidence-Based Clinical Practice Guideline For ADHD - Compiled accepted feedback from the publication consultation period (7th March — 10th April 2022)

ADHD care occurs in public settings (for children adolescents as well
as adults) so this is a strange recommendation.

Note that in the clinical considerations it only highlights that this would
be problem for adults but would currently be for all ages in most
settings

010 Guideline 4: Non-Pharma 93 Parenting should be included as an outcome. These outcomes were
highlighted as important in the JCPP review by Daley et al

010 Guideline 4: Non-Pharma 98-99 4.2 Parent training is a key example where being specific about what it
does and does not do will make the recommendation much easier. My
understanding of the evidence is that effects on core symptoms are
poor. But the advocates of parent training argue convincingly that this
is not their primary outcome. They are aiming to improve parenting and
through this improve the more general environment, particularly at
home, for children (very little evidence as far as | am aware for
adolescents).

Parent training

If this argument is made then could agree with a slightly reworded
recommendation 4.3.1

Parent/family training should be available to all parents/families of
young children with ADHD.

| can not see that the evidence justifies offering parent training (on top
of good quality psychoeducation and support) to all families which is
what the wording of the recommendation suggests.

In the clinical consideration suggests that ‘the intervention should be
ADHD specific. To my knowledge the only ADHD specific parenting
intervention with evidence is the New Forest Parenting program. | don't
think that the evidence supports this recommendation (which if you
chose to stick with it should be in recommendations not clinical
considerations
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On the other had most guidelines would suggest that interventions
should be manualised, have been demonstrated to be effective and that
staff should be properly trained in that intervention and receive
supervision. This should be in the recommendation

010

Guideline

4: Non-Pharma

100 -
104

CBT

A general comment is that not all of what is called CBT is actually CBT(
e.g. social skills training seems to be included) and even the CBTs that
are included are all very different from each other. It is difficult to see
from this perspective how such a strong recommendation can be
made.

As above it would be easier to understand this recommendation if it
was much more explicit what the aims of CBT are and which of these
are supported by evidence. My reading of the evidence is that again the
evidence for core ADHD symptos is poor but there is stronger evidence
for other aspects. This is said in the clinical considerations but should
be clear in the recommendations (i.e. why is CBT being suggested)

Also should make recommendations about training, and supervision
and probably that should be using manualised approaches. Could give
more examples.

I think that a lot of this information is already there but is currently not
well organised so if someone does not read everything they could go
off at a tangent.

Again the recommendations that CBT should be offered make it sound
as if everyone should be offered for some this may not be needed.

010

Guideline

4: Non-Pharma

109

4.39and 4.4.4

I do not see the evidence to support these recommendations. These are
expensive treatments (in time as well as money) with no evidence for
impact on core symptoms. | would have thought ‘should not’ would be
more appropriate. If they are being recommended for cognitive
outcomes then this needs to be clearer and transparent.
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010 Guideline 4: Non-Pharma 114-117 | neurofeedback | I think that the lack of recommendation on neurofeedback is
problematic and it seems to have been treated differently to other
treatments. | understand that this may be political but this is an
evidence based guideline. The votes cast should probably be published.
Also need to comment on the potential influence of COls

010 Guideline 5: Pharma 117-20 Summary of evidence on starting, adjusting and discontinuing. This is
about consumer views. Very appropriate to include but should be
correctly labelled.

The narrative review on the other hand looks at evidence from the
clinical perspective also appropriate but a very different topic should
also be correctly labelled (this is one of the other sections that could be
much better laid out)

Note that there is considerable evidence to suggest that
methylphenidate should NOT be dosed by weight.

In the last paragraph of page 119 there is an important inconsistency
that may cause some confusion. It supports the use both of the ‘lowest
effective dose’ which | assume means lowest dose to see some
improvement and then in next sentence mentions monitoring to
optimise treatment.

One pf the biggest problems with medication management in Australia
is under dosing. This occurs when you stop increasing dose because
have seen some change rather than optimised outcomes.

In my view optimised dosing is more appropriate and | think this is
what is proposed in rest of guideline.

010 Guideline 5: Pharma 120 51.1 | fully agree with this recommendation. However currently many
clinicians do not have this level of understanding and are asking for
guidance. | think that a lot more could have been done to include this
guidance in the guideline.
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For example there is a lot of confusion clinically about how to cross
titrate to dose equivalence for the different methylphenidate
preparations even among experienced clinicians. Some of this arose
because of mis information from companies when they were first
promoting their own medications. While they are less active now there
is still considerable confusion.

Another example is a lack of understanding that there is no way to
predict what dose of lisdexamfetamine a person will require based on
the optimal dose of dexamfetamine (and why this is).

The guideline could give guidance on this and also point to the need for
ongoing education. This is something doctors ask for and would really
appreciate.

This is different from the other question often asked about — proposed
maximum doses — | think this is a topic the guideline correctly stays
away from.

In general the discussion about these issues in the guidelines receives
much less attention that other things (e.g. psychoeducation) it is not a
zero sum game and am not suggesting reduction in these other areas
but do thing should have more help here regarding meds.

010

Guideline

5: Pharma

122

5.2 medication
choice

I note that the cortese et al 2018 network meta analysis was one of the
included papers but does not seem to have been discussed anywhere
in the guideline. As network meta analyses can speak to ordering
treatment this is a significant miss.

In medication choice there is a summary of new studies post NICE but
no real discussion of the differences between the different medications
and their strengths and weaknesses. This also is a big gap and while it
is good to see the evidence has been looked at there is little to put this
in context.
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| note that my systematic review of QoL and functional outcomes was
noted but (correctly) not included but | don't see much evidence of the
impact of meds on Qol and functioning (ie the studies that were
included in the SR) being considered.

010 Guideline 5: Pharma 125 While lisdexamfetamine — delivers dexamfetamine as the active drug
there are very significant pharmacological differences between the two
drugs so | don't think it is fair to include lisdex under dex. Perhaps both
should be considered under amphetamines

010 Guideline 5: Pharma 126 Both guanfacine trials are with the same extended release preparation
of guanfacine so should be considered together (also page 129).

010 Guideline 5: Pharma 129 Evidence to recommendation. This should have included findings of the
Cortese NMA. It is not well written as it not clear why the focus of ‘the
evidence showed that” is just about stimulants.

The differences between stimulants and non stimulants are not just
speed on onset but also clear differences in effect t sizes and efficacy.

Also there is no comment on the fact that guanfacine is licensed (and
supported by PBS) for adjunctive use based on a very different safety
profile. This has very significant implications for treatment of children
and adolescents (few data and no license worldwide for adults)

In general this section is very shallow and in my view does not
accurately reflect the evidence.

010 Guideline 5: Pharma 130-1 5.3.1 and 5.4.1 | | do not understand how the evidence supports the recommendation
that immediate release stimulants should be the first choice treatment
for children adolescents and adults.
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For young children there it is true that an extended release or long
acting stimulant may be more likely to be associated with increased
sleep and appetite difficulties. However for adolescents and adults the
potential benefits of long acting medications (highlighted in 5.6.6) are
very real and it seems inappropriate not to allow these (alongside not
instead of ) the immediate release preparations.

010 Guideline 5: Pharma 130-1 5.3.2and 5.4.2 | As above | can not see the evidence to support the withholding of these
medications on the basis of these two criteria.

One particular issue here and mentioned earlier is the fact that while
response to dexamfetamine will to a degree predict response to
lisdexamfetamine the very different pharmacology of the two drugs
means that this is not always going to be the case and that it is never
possible to predict the dose of lisdexamfetamine from the dose of
dexamphetamine. For this reason, unlike methylphenidate preparations
where it is possible to accurately predict dose equivalence in most
people, when switching from dex to Idx you need to go back to the
beginning and re titrate.

010 Guideline 5: Pharma 130-1 5.3.3 and 5.4.3 | Atomoxetine has the the same cariopressor adverse effects as the
stimulants so should not be recommended as an adjunctive treatment.
Guanfacine on the other hand has opposite adverse effects so can be
safely given as an adjunct

010 Guideline 5: Pharma 132 5.5.1 Atomoxetine and guanfacine are very different drugs with very different
mechanisms of Action. Therefore it does not make sense to say switch
to a drug with no evidence if only fail on one. Should be if fail on both

010 Guideline 5: Pharma 132 5.6.4 Should include both cognitive enhancement and abuse — these are very
different
010 Guideline 5: Pharma 132 5.6.5 Lisdexamfetamine can be easily injected. However speed of onset and

abuse potential is probably even less if injected than if taken orally (as
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injecting bypasses the first pass through the liver which is the time that
the Idx is metabolised and the dexamfetamine delivered to systemic
circulation)

Guideline

: Pharma

133

5.6.7

Should not combine IR dexamfetamine and lisdexamfetamine. For
methylphenidate should not combine oros and IR but can add a dose of
IR to one of the 8 hour preparations.

As with several earlier parts of this section the recommendations are
rather naive and are very likely to promote poor prescribing rather than
better prescribing.

010

Guideline

: Pharma

136

5.7.1

‘optimised and stabilised’

010

Guideline

: Pharma

136-7

5.7.5

Should add mood and anxiety and also affective flattening (zombie like)
and irritability

010

Guideline

: Pharma

137

57.6and 5.7.9

Guidance on how to determine whether changes in bp and weight loss
are ‘clinicallly concerning’ would be really welcomed by clinicians.
There is advice on this from the European guidelines group. These
would not pass muster for inclusion as papers but should be
considered when making safety recommendations (as opposed to
efficacy recommendations)

Guideline

: Pharma

137

Clinical considerations. What is medical monitoring in this context?

Also there is a shortfall in clinicians not a ‘lack’ of clinicians

Guideline

: Pharma

138

Summary of evidence review: another example where bullet points
would make the comments much more impactful

Guideline

- Pharma

143

59.4

List which meds have discontinuation symptoms. To my knowledge
only guanfacine
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010 Guideline 6: Subgroups It would have been good to include those with substance use disorders
as another group. They are as much a problems as people in the justice
system

010 Guideline 6: Subgroups 144-7 It would have been nice to have some comments on those offenders

who are not in prison

First sentence on 145 could have read ‘There are potential benefits ......."

010 Guideline 6: Subgroups 145 6.1.1 Would have been good to show evidence that screening is effective in
this setting
010 Guideline 6: Subgroups 145 6.1.2 Actually all staff within justice services
010 Guideline 6: Subgroups 148 First sentence of clinical consideration could substitute health for
medical
010 Guideline 6: Subgroups 149 Aboriginal and | This is an interesting section and issues. | agree with everything that is
torres strait written but is also important to include that some of these issues can
islanders lead to under recognition of treatable problems as well as

misidentification (in the over identification sense) of same.

On page 149 it is interesting that the proportion of aboriginal prisoners
identified as having ADHD (31%) is very similar to rates in prisons
across the world (again around 30%) while the rates in non-Aboriginal
adults are lower than expected.

010 Guideline 7: Service & 154 At the top of this page it is not clear whether agencies refers to
Policy different parts of health or different agencies e.qg. health, education,
justice etc
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Shared care is mentioned but never described. This needs to be
unpacked or people will understand it very differently
010 Guideline 7: Service & 155 7.2 Is it correct for a health guideline to be telling education how they
Policy should work. | know this is prohibited in NICE. | see there was 1 teacher
on the group but this is not real consultation and representation.
010 Guideline 7: Service & 155 7.4.1 There are very few ‘adhd services' in australia perhaps better to say
Policy services for people with ADHD
010 Guideline 7: Service & 155 7.4.2 Which agencies as above
Policy
010 Guideline 7: Service & 155 7.4.5 Are organisation different from agencies (who is included in each)
Policy
010 Guideline 7: Service & 157 7.3.1 (not clear | Nurses should be named specifically here
Policy why this is out
of sync)
010 Guideline 8 research Consider splitting recommendations into those that are needed globally
and those that are more specific to Australia.
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Feedback On Additional Evidence

ID Section Of Rec Evidence Details (example) Comment (Maximum 150 Words)
Document Number
010 Chapters 3 Cortese, S., Adamo, N., Del Giovane, C., Mohr-Jensen, C., | This paper is listed as included in the technical report but appears to
and 5 Hayes, A. J., Carucci, S., Atkinson, L. Z., Tessari, L., have been missed when considering evidence. It is relevant to
Banaschewski, T., Coghill, D., Hollis, C., Simonoff, E., multiple recomendation

Zuddas, A., Barbui, C., Purgato, M., Steinhausen, H. C.,
Shokraneh, F., Xia, J. & Cipriani, A. 2018. Comparative
efficacy and tolerability of medications for attention-
deficit hyperactivity disorder in children, adolescents,
and adults: a systematic review and network meta-
analysis. Lancet Psychiatry, 5, 727-738.

ID O11; Department of Developmental Disability Neuropsychiatry, UNSW Sydney

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Number Comment
Technical Document) Document Number (Maximum 150 Words)

011 Guideline document 2 78 2.1.2 Under the first main bullet point, suggest including the following: “symptoms are
assessed in the context of the person’s age, developmental level and intellectual
ability”. Intellectual disability should be more than just an exclusion, it and other factors
influencing symptoms expression, should be considered.

011 Guideline document 2 81 2.2.2 Suggest broadening this to include aspects of assessment that are strength based, and
consideration of factors that the person may have identified that mitigate symptoms or
their impact
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011 Guideline document 84 2.3.3 Suggest including information about accessible formats, matched to the person’s
communication preferences, for people with intellectual and other disabilities

011 Guideline document 104 4.3.5-8 Suggest inclusion of information about adaptation of CBT for those with intellectual
disability.

011 Guideline document 105 4.4.2-3 Suggest inclusion of information about adaptation of CBT for those with intellectual
disability.

011 Guideline document 132 5.6 Suggest including a point about consideration of the needs of people with intellectual
disability in dose scheduling and types of preparation offered to maximise treatment
adherence

011 Guideline document 144 - In the “Considerations- Subgroups” consider specific focus on people with intellectual

or developmental disability. This is warranted given the over-representation of ADHD,
barriers to treatment these populations face, and risk of inappropriate treatments being
administered.

ID: 012; Deidentified

General feedback

ID

Feedback

012

Thank you for the opportunity to provide feedback. | do so as a woman who received a late-diagnosis of ADHD _ As aresult, my opinions below

reflect this lived experienc. |

- Likewise, there is not a deficit of attention. Instead us ADHDers have trouble regulating our attention. Dr E. Hallowell, S. Solden, P. Quinn and T. Hartmann
(see references below) are advocates of the strengths of the condition. A name change would be good! Hallowell and Solden have ADHD themselves. In

Australia, _ women with ADHD who are advocating for better public recognition of the
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differences in our brains. Many individuals suffer, yet many of us are highly successful and thriving. | hope your clinical practice guidelines will be instrumental
in dispelling misconceptions and allow more individuals to receive early and easier access to treatment.

Diagnosis and treatment have provided me with life-affirming validation and given me confidence that | will achieve my professional goals.

The diagnostic questionnaire | was given to receive a diagnosis was DIVA — and many of the questions were skewed toward the ADHD presentations typically
presenting in boys. | am also an educator and identify there is plenty of room to improve on professional development opportunities where ADHD is concerned.
Due to legislation requiring teachers to differentiate and students with different abilities being included in the mainstream classroom it is now of paramount
importance. ADHD Australia (2020) estimates one million Australians are living with the ADHD, a huge number!

Feedback On Recommendations

ID

Document (Guideline Or
Technical Document)

Section Of
Document

Page
Number

Rec Number

Comment

(Maximum 150 Words)

012

Guideline document

Identification
table

12

1.1.1and1.1.2

Depression and anxiety are not listed as mental health under high risk Adults or girls and
women. History of these diagnoses commonly experienced or misdiagnosed before
retrospective ADHD diagnosis given

012

14

2.1.6,2.1.7 and
2.2.1

Absolutely in agreement — take self-experiential reporting of symptoms into
consideration and consider co-morbidities. Many girls (especially) do not present with
obvious symptoms. Those with high intellectual capacity have social and emotional
difficulties invalidated (as experienced by myself and my late-diagnosed family member)

012

21

4.41

In agreement about offering CBT to adults and support by linking ADHD client to
provider. Groups session would be good and perhaps links to community groups. For
example, |
have found the sharing of traits, strengths and challenges extremely validating,
supportive and educational.

012

30

59

In total agreement here. Guidelines that maintain the ADHD person’s dignity and self
autonomy.
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012

32

7.3.1-4

100% agree. Education training sessions for teachers should be mandatory in schools.
As a teacher | have received little training but have had to manage classes with several
hyperactive students and little support. All education has been self-sought.

012

35

introduction

“If left untreated, ADHD results in significant lifelong functional impairment with poor
long-term outcomes”. This may be true, but also | think is a generalisation. | am aware of
a number of individuals who have enjoyed entrepreneurial success (and other
professions) despite or because of their ADHD traits. As a late-diagnosed person myself
| am academic, well-regarded and have drive. | am keen to see more research (and am
indeed undertaking it) that dispels the negative outlook, although | am well aware that
many ADHD individuals do suffer. We are resilient and adaptable as well, often masking
to fit in and doing it so well those around us are not aware of our inner turbulence.

012

57

Features of
ADHD

‘Attention deficit hyperactivity disorder (ADHD) is a neurodevelopmental disorder with
an onset typically before 12 years of age.” And ‘A diagnosis of ADHD is suggested when
these symptoms occur often and negatively impact functioning in several areas
including psychological, social, academic, occupational, and activities of daily living and
leisure.’

| challenge these two statements and hope for the day when the ‘disorder’ is subjected
to re-labelling. Please note these are my opinions as someone as lived experience rather
than research based.

1. ADHD may be viewed as a ‘disorder’ but as somebody who was considered an
academically gifted child, skipping a class in primary school, the traits of
hyperfocus, creativity and insatiable curiosity are incredibly beneficial and have
served me well.

2. However, diagnosis should be suggested even when symptoms are not
obviously negatively impacting (I'll admit they do impact my life). Asitis a
neurological difference, the knowing as to why | am the way | am has provided
validation and undone a lot of negative self-speak for being ‘different’. | have
never experienced my ADHD as a disorder, rather a ‘way of being'. People who
know me are often surprised to discover | am ADHD. ADHD runs rampant
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through my family and many of us are very successful due to our drive and
motivation to work in professions that stimulate our interest.

012

65

Young children

‘Co-occurring disorders are common in preschoolers with ADHD, with up to 70% meeting
criteria for one or more co-occurring disorders (Wigal et al., 2020), most commonly
oppositional defiant disorder, communication disorders and anxiety (Wigal et al., 2020)’

More research needs to be included on the remaining 30% of ADHD students who do not
meet criteria or are not hyperactive. For example, whereas another family member was
hyperactive and castigated at school, | (female) was top of the class and considered
gifted. We both made friends easily and are very empathetic to other's feelings. We both
suffer from perfectionism yet excel when doing tasks that interest us. We complete
tasks that don't interest us to completion, a result of encouraging messages we
received during our education and upbringing.

012

67

‘ADHD may be easier to identify in women during adulthood, where women may become
aware of their symptoms and self-refer for assessment (Franke et al., 2018; Young et al.,
2020)." And ‘Mind wandering and mental restlessness may also be present’

ADHD was not easily identified in myself or my daughter, despite both accessing
psychologists over a period of five or six years. We came to diagnosis through self-
educating, asking for a referral, and seeking the services of a psychiatrist for diagnosis
and treatment. | am frustrated by the missed opportunities to receive a diagnosis earlier.

Also, mind-wandering and mental restlessness are definitely the biggest and most
exhausting symptom for me. They are personally problematic. However, the women |
know with ADHD, including myself, develop strategies to ensure our work is not
impacted. Commendation should be made by medical and educational professionals for
the fact ADHDers are exhausting themselves to present as neurotypicals. Work to
identify strengths and harness them will benefit the workforce. A ‘practical strategies’
workshop developed by people with ADHD would be beneficial.
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012 70 Professionals ‘ensure they only deliver care to people with ADHD when they have the competence to
do so'. Absolutely agree. To continue with therapy or treatment while invalidating or not
educated on ADHD wastes the time of the patient seeking diagnosis or treatment.

012 79 2.1.6and 2.1.7 In total agreement. Perhaps screening should be more readily offered at high school
level. As a teacher | have observed obvious organisational struggles, inattention,
difficulties with unexpected transitions and compulsive distraction towards other tasks
deemed more interesting in my students.

012 133 Clinical | am so pleased to see this section included. It is unacceptable that people diagnosed
considerations after the age of 18 (due to professionals not identifying it earlier, parents influenced by
stigma or unaware, being female and more likely inattentive) are not able to access the
various types of medication to see which one is best. The cost is prohibitive.

012 154 Clinical gaps ‘Most public sector mental health services do not provide ADHD services, resulting in an
over-reliance on private sector care and services. Existing services are often difficult to
access due to long waiting lists and out-of-pocket costs. To improve care, clearer
referral pathways (e.g. from GPs to other specialists and back again) and increased
service capacity are needed.’

I wholeheartedly agree with this statement and am glad it is included. Waitlists for
psychiatrist services are months long which causes undue distress. Cost is prohibitive

$1000 plus for diagnosis.
012 156 Professional Perhaps inviting Adults with an ADHD diagnosis to present their lived experiences to
training professionals would be useful.
Feedback On Additional Evidence
ID Section Of Document Rec Number | Evidence Details (example) Comment (Maximum 150 Words)
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012

Quinn, PO 2005, ‘Treating adolescent girls and women
with ADHD: gender-specific issues’, Journal of Clinical
Psychology, vol. 61, no. 5, pp. 579-587.

I have included some references here as the guidelines lack
consideration of how those with ADHD may consider that the
neurological condition/difference (rather than disorder) can
be useful and life-affirming.

Hupfeld, KE, Abagis, TR & Shah, P 2018, ‘Living “in the
zone": hyperfocus in adult ADHD', ADHD Attention
Deficit and Hyperactivity Disorders, vol. 11, no. 2, p.
191-208, https://doi.org/10.1007/s12402-018-0272-y

012

Sedgwick, JA, Merwood, A, Asherson, P 2019, ‘The
positive aspects of attention deficit hyperactivity

disorder: a qualitative investigation of successful

adults with ADHD', Attention Deficit Hyperactivity

Disorder, vol. 11, no. 3, pp. 241-253.

Ireland, L, Gibson, A & Smith, R 2021, ‘All kinds of
minds neurodiversity pilot’, Queensland Government
Department of Education, viewed 21 November 2022,
https://drivenxdesign.com/GOV21/project.asp?ID=21
574

012

ADHD Australia Limited 2020, ‘ADHD Australia
National Survey Report: the voice of the ADHD
community’ Saatchi and Saatchi Wellness, NSW,
viewed 15 February 2022,
https://www.adhdaustralia.org.au/wp-
content/uploads/2020/10/ADHD_Australia_National_
Survey_Report-Gaps__Priorities-October-2020-
FINAL.pdf

012

Hartman, T 2019, ADHD: A hunter in a farmer's world,
3rd edn, Healing Arts Press, Rochester.
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012 Hallowell, EM & Ratey JJ 2011, Driven to distraction,
revised edn, Anchor Books, New York.

012 Solden, S & Frank, M 2019, A radical guide for women
with ADHD, New Harbinger Publications, Oakland.

012 Cutting, L 2021, 'Teen's ADHD diagnosis a revelation

for 39-year-old mum after lifelong battle with anxiety’,
ABC, 15 November, viewed 15 November 2021,
https://www.abc.net.au/news/2021-11-15/adult-
adhd-diagnosis-for-tasmanian-mum/100615088

ID: 013; Deidentified

General feedback

ID

Feedback

013

| have read the guidelines and overall, it is really well done. For context | have been diagnosed with ADHD since November 2020 (I am now 46 years). Additionally,
my son was diagnosed in early 2021.

In addition to the above, | currently work in custodial health services as a project officer. As such, the sections on people in prison was particularly interesting.

| agree with the focus on identifying high risk groups - ensuring that screening interventions are directed towards those most likely to need it. This is important
in the context of young people in care, and people in contact with the criminal justice system. All aspects of ADHD in this sub population was accurate from my
perspective.

However, | did feel the addition of females as an at risk sub population seems to be an after thought, and hasn't been well discussed / disaggregated to reflect
the key times across a female's life that screening may be required.

l.e there is no point screening every female, but there may be a need to screen perinatal and postnatal women who are displaying high levels of atypical anxiety /
depression... similarly, women demonstrating high levels of anxiety and brain fog during menopause, where HRT has been ineffective, need to be screened.

It means (for example) that future requests for Medicare funding of ADHD screening can be directed towards the right patients, at the right time.
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ID: 014; Deidentified

General feedback

ID

Feedback

014

| applaud AADPA for seeking feedback from people with lived experience of ADHD. HOWEVER, AADPA should recognise that the process for seeking feedback is
not ADHD-friendly. Only accepting correctly filled out forms excludes people with executive disfunction. Word limits make it difficult to properly explain lived
experience. While | understand the need to manage volume, anything with word limits can be stressful/difficult for people to navigate. (In my work, | help people
prepare grant applications; anyone new to the process finds word limits very difficult.) | suggest that AADPA employ additional methods to better engage
people with lived experiences of ADHD to make sure this perspective is properly considered.

| would also suggest that AADPA consider ways to include information not yet well-studied, but born out through anecdote and lived experience. This can be
challenging for those in a post-positivist research paradigm. | am a member multiple Facebook groups where women share their ADHD experiences. It is clear
from those groups that things like the menstrual cycle, menopause, pregnancy and breastfeeding have profound impacts on ADHD traits and effectiveness of
medication.

Menstruation and menopause are not mentioned AT ALL in the guideline. Pregnancy is mentioned as a causal factor, breastfeeding is mentioned as a
consideration in treatment (but not what to actually do). | suspect this is due to lack of published studies. These issues are VITAL to women with ADHD. In the
absence of published studies AADPA should consider exploration of other types of evidence rather than ignoring women.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
014 Guideline All None n/a There is no mention of menstruation. Anecdotal evidence suggests the menstrual cycle

has a profound impact on how ADHD is experienced and how effective medication is. A
clinical practice guideline should include comment on experiences of menstruating
people so that clinicians can better support people.
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014

Guideline

All

None

n/a

There is no mention of menopause. Anecdotal evidence suggests menopause
significantly changes how ADHD is experienced. A clinical practice guideline should
include comment on menopause so that clinicians can better support people.

014

Guideline

All

None

n/a

There is no mention of pregnancy (except as a causal or risk factor). Some people with
ADHD get pregnant. Anecdotal evidence suggests pregnancy significantly changes
how ADHD is experienced. People who are medicated for ADHD and become pregnant
are often fearful about the effects of medication on their pregnancy, and the effects of
going without medication on their lives. A clinical practice guideline should include
comment on pregnancy so that clinicians can better support people.

014

Guideline

Chapter 3

89

n/a

The guideline says treatment decisions should consider breastfeeding. There is no
guidance on how breastfeeding should be considered or what should be done. Some
people with ADHD breastfeed. There is a lot of uncertainty and worry amongst women
of childbearing age who are diagnosed with ADHD about what to do about
breastfeeding.

014

Guideline

Exec Summary

n/a

The guideline reads: ADHD traits “interfere with activities and participation in a person’s
life including their family or community.” — it's important not to frame ADHD as only a
thing that affects OTHERS, rather, it affects how a person experiences themselves and
their world. ADHD traits are typically explained in their effect on other people, such as
how a child is able to complete tasks (which affect their parents and teachers). It's
better to also consider how a person experiences this themselves. It's not only our
participation (i.e. effect on others) that is affected — it's our whole sense of self, every
part of how we think and understand.

014

Guideline

Exec Summary

n/a

When mentioning that diagnosis can happen at any age, it would be worth mentioning
early that adults and especially women are typically underdiagnosed. | have been told
by multiple professionals that it's not possible for me, _ to have ADHD.

014

Guideline

All

None

n/a

It's great to see some comments throughout on the impact of living in a rural or remote
area. The term “regional” should also be added. Regional, rural and remote locations
are three different types of location and face unique issues. E.g. people living in
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regional centres like Dubbo may not consider themselves rural or remote but do face
serious issues accessing services. Mentioning all three will help clinicians to remember
these issues.

014

Guideline

Exec Summary

n/a

The section headed “non-medical treatments” only pertains to children. Some comment
pertaining to adults should be added.

014

Guideline

Exec Summary

10

n/a

It's interesting that the short and long release forms of medication are treated as
basically equal here. | had a bad reaction to the long acting form but a good reaction to
the short acting form of a particular medication type. I've seen others describe similar
reactions. Perhaps more research is needed here — clinicians should understand that
people can react differently to short and long release forms.

014

Guideline

Exec Summary

10

n/a

Under the heading “what researchers can do”, along with the call for more research,
there should be a call for more research in women, who were not included in any of the
early studies and were long believed not to be able to have ADHD, and research that
includes the effects of hormones, including at puberty, menarche, the menstrual cycle,
pregnancy, menopause and hormone treatments such as gender transition treatments,
birth control pills and HRT. There is strong anecdotal evidence that hormone have a
major effect on how ADHD traits manifest.

014

Guideline

Summary of
recommendations

13

There should also be something in there about considering masking in diagnosis,
especially in adult women. Lots of people, especially adult women, have figured out
how they should behave in certain circumstances, and so clinicians should ask people
not just how they behave, but why they behave that way, and what their instinct is. For
example, | was asked if people complain about the rapid speed of my speech — they
don't, because I've got 32 years of my mum'’s voice in my head reminding me to speak
slower, and | consciously slow my speech, unless I'm speaking with someone else who
also speaks rapidly (which is the best). So the answer was no, people don't complain,
but if the clinician hadn't allowed me to explain that, my experience wouldn't have been
fully understood.
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recommendations

014 Guideline Summary of 14 2.1.4 Observer views matter, but also shouldn’t be taken as gospel if they contradict a
recommendations person'’s explanation of their own internal experience. There has to be balance.
014 Guideline Summary of 14 21.7 This is super important and should be higher up the list.
recommendations
014 Guideline Summary of 14 n/a There should also be something here that says very intelligent and high-achieving
recommendations people can have ADHD. Some clinicians seem to view under-achievement as a
diagnostic criterion and refuse to consider neurodivergence if a person has, for
example, higher education or well-regarded jobs. Some people make their ADHD work
for them. E.g. a brain that goes quickly and in multiple directions is an asset in a
strategy role.
014 Guideline Summary of 16 2.34 The point about providing written copies is important. This should extend to copies of
recommendations the diagnosis report. Lots of psychologists correspond with the referring GP but refuse
to provide the person with a copy of the report. This disempowers the person and
prevents them from properly understanding and taking control of their own diagnosis
and needs.
014 Guideline Summary of 17 2.6.3 This goes for parents of adults who are spoken to during a diagnosis process, too. They
recommendations weren't bad parents, just because their adult kid now has this diagnosis.
014 Guideline Summary of 20 4.3.5-8 CBT can be delivered by telehealth. Also, there’s evidence that phone (voice-only) can
recommendations be ‘safer’ (more accessible, less confronting) for teenagers than video calls (see Royal
Far West studies on telehealth for remote kids).
014 Guideline Summary of 21 4.41-3 CBT can be delivered by telehealth, which can be much easier to access and preferred
recommendations for some adults.
014 Guideline Summary of 24 5.1.6 Adults and older adolescents should be supported to understand the titration process

and make decisions themselves where needed - e.g., if a dose feels ‘bad’, they
shouldn't be required to stay on it until the next appointment which could be weeks
away.
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| wasn't able to get another psychiatrist appointment right away when | had a bad
reaction to the first medication | tried. | sought help from my GP who was dismissive
(“everyone likes being on stimulants!” while | was sitting in front of her in tears because
I had no thoughts and it was scary and | hated it). If | had been supported to make my
own call that this drug was not for me, that process would have been less stressful. I've
insisted on a more active decision-making role as I've tried other medications, and that
has gone much better for me.

recommendations

014 Guideline Summary of 24 5.1.6 Titration should also consider circumstance — e.g. a person may not be able to trust
recommendations their feelings of effectiveness of new medications of they are also starting a new job,
getting divorced, going through a natural disaster, etc.
014 Guideline Summary of 25 5.4.2 Long release aren't identical to short release. Some people have the same response,
recommendations and some people have quite a different response. Clinicians should be aware of this.
014 Guideline Summary of 28 5.7.6 Measuring weight should also consider stigma and any disordered eating patterns. For
recommendations some people with well-concealed eating disorders, being weighed can trigger harmful
thought patterns. This should be particularly considered for fat people. Clinicians
should remember that fat people usually know that they are fat, and that delivering
unsolicited weight-loss advice can prompt fat people to cease contact with the health
system, often to their detriment. Weight should only be measured if the clinician is sure
it is necessary, and any discussion of diet should be limited to medically relevant
issues (e.g. appetite suppression effects of medication and need to ensure adequate
nutrition, co-treatment of BED, etc).
014 Guideline Summary of 29 5.8.1 Clinicians should probably be reminded here that while stimulants may be habit-

forming when used recreationally by people without ADHD, they are not typically habit-
forming for ADHD brains, and medication adherence is usually a more serious issue
than habit-forming. (Indeed, I've seen many adults lament that the medication is NOT
habit forming, as they believe if it was, it would be easier to remember to take it!)
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Guideline Summary of 30 5.9.3 This reads like it's saying the usual course of action should be stopping medication
recommendations after a time. Is that intentional? Why wouldn't a person continue using medication if it
is supporting them? You can’t cure ADHD, can you?

014 Guideline Summary of 31 7.1.2 Also, scripts should be valid in different states. There should be options for people who

recommendations want to travel. My script is held at my local pharmacy (NSW), | can't even take it to a
discount chemist to get a better price. Later this year | will travel interstate for an
extended period, and | will have to go without medication for months because there's
no way (that | have been able to figure out) for me to get a script filled at an interstate
pharmacy. | know the rules have to consider the possibility of substance misuse, but
surely there could be an option for people with zero history of substance misuse so
that we can actually live our lives?

014 Guideline Summary of 32 7.2 This should include universities, RTOs and adult learning.

recommendations

014 Guideline Summary of 33 8 Research should include diverse cohorts, and include people who are understudied

recommendations such as women, adults, fat people, and people of colour.

014 Guideline Introduction 34 n/a The guideline says it “addresses the priorities of health professionals and people with a
lived experience of ADHD" — this is a good ambition, but there don’t seem to be very
accessible ways for people with lived experience to contribute. No one in my ADHD
communities has been involved before now; someone said you've only engaged 2
people with lived experience so far. If you're going to make this claim, make sure you
can back it up. Incidentally, as a person diagnosed with ADHD, I find it really weird to be
referred to as a “consumer” in key parts of this document. | see what you're trying to do
there, but it's weird.

014 Guideline Introduction 34 n/a The guideline says “Hyperactivity refers to excessive motor activity and difficulties

being still, particularly in structured situations that require self-control.” Hyperactivity
can also be experienced internally through racing thoughts, constantly hearing music in
your head, having multiple trains of thought at once, feeling a compulsion to be doing
something or be productive, feeling stressed when waiting, etc. Also, some people have
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hyperactive impulses that are well-controlled, but the impulse still indicates a tendency
to hyperactivity. I've never seen a rock or a low wall that | didn't want to climb. I'm an
adult and a professional, so | (usually) don't, but | still want to. I'm told people who don't
have hyperactive or combined type ADHD don't have that feeling. | don't act on the
feeling, but the fact that | have it is evidence of my ADHD. Again, people’s internal
experiences matter, not just how other people experience them.

014

Guideline

Introduction

34-35

23

The bit on strengths is great. This should be part of the recommendations at 2.3 —
when people are diagnosed, they should be told about their strengths, too.

014

Guideline

Introduction

36

n/a

As part of the ‘special needs groups’, clinicians should also consider intersectionality —
e.g. CALD girls in OOHC, or women over 65 in low socioeconomic circumstances.

Gender diverse and LGBTQIA+ people’s needs should also be consider — especially
since there is a high co-occurrence between ADHD and autism, and a higher instance of
gender dysmorphia amongst autistic people, so it seems likely there is also a higher
instance of gender dysmorphia amongst ADHD people compared to the general
population.

014

Guideline

Methods

43

n/a

FOUR. You've engaged FOUR people to provide a lived experience perspective of ADHD.

You CANNOT reasonably claim that this document addresses the priorities, needs or
concerns of people with lived experience of ADHD if you've only spoken to FOUR of us.

DO BETTER.

What perspective do these four people provide? Are they adults, children, parents of
little kids with ADHD, high achieving professionals with ADHD, teachers who teach kids
with ADHD, older adults with low income who are just coming to understand their lives
through the lens of neurodivergence, people from cultural backgrounds that don't
accept ADHD, who are they??? And HOW can you expect FOUR people to cover the
diversity that is lived experience with ADHD???

014

Guideline

Appendix 2

180

n/a

| just found the team descriptions on page 180. Three of the four lived experience
people are identified as parents, which suggests they do not have lived experience of
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actually having ADHD. So does that mean only one of the lived experience group has
actual lived experience of ADHD? That's not good enough. It's really not.

014

Guideline

Methods

45

n/a

Why were only previously developed clinical guidelines considered? Surely this risks
simply perpetuating issues with existing guidelines? Why were no other sources
considered, such as methods that may develop an understanding of the experiences of
people with ADHD in engaging with the clinical system? This could be done through
primary research (e.g. focus groups), or through desktop thematic coding and analysis
of secondary sources, such as blog posts and social media discussions.

014

Guideline

Methods

51

n/a

Why is “current” defined as published within the last 5 years? That even excludes the
DSM-V. (Which itself has problems, of course.) That feels like it might exclude some
relevant stuff?

014

Guideline

Methods

47

n/a

| think there's a gap in “characterising ADHD"” — it's not just about what it is, it's about
how the traits manifest and how people experience them. For example, here is a study
about how people with ADHD are highly attuned to fairness and injustice -
https://pubmed.ncbi.nlm.nih.gov/24878677/ - this isn’t about what ADHD is, but it's
highly relevant to how people experience their ADHD. There's a lot of diversity in how
people experience ADHD, too, and how traits manifest along with personality, social
conditioning (including gender norms), circumstance, etc.

One common way that people experience their ADHD is through executive dysfunction
— I've just run a search, this phrase isn't in the guideline. Another is rejection sensitivity
- this is also not mentioned. An examination of how ADHD traits can manifest and
what ADHD traits look like could be really helpful to users of this document.

014

Guideline

Methods

53

n/a

The selection method and data extraction method seem biased towards quantitative
studies, which tend to be larger and examine only easily measured variables.
Consideration should also be given to smaller qualitative studies which are likely to
better examine the nuance inherent in the actual experiences of people with ADHD,
such as this one: https://journals.sagepub.com/doi/pdf/10.1177/2158244017701799
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014 Guideline Methods 57 n/a | want to reiterate that it's disappointing that no effort has been made to consider
anything beyond published studies, which are subject to all the biases of research
funding and publication bias. | think an opportunity has been missed, particularly with
regard to incorporating lived experience perspectives.

014 Guideline Background 58 n/a Per above, this description of ADHD isn't comprehensive and emphasises the
experience of others (e.g. parents) as opposed to people with ADHD. Also, why is the
term “neurodivergent” or “brain-based difference” not used in describing ADHD?

014 Guideline Background 59 n/a The guideline states “The prevalence of ADHD is higher in boys than girls, with this
disparity reducing somewhat in adulthood.” As | understand it, the rate of diagnosis is
higher in boys, but the prevalence is now understood to be about the same. Rate of
diagnosis should also consider masking, gender norms and socialised expectations.

Regarding adults, is there any reason to think that prevalence in children and adults
would be different? That twin telephone study seems like a strange one to use to
estimate prevalence — it doesn’t sound like a study design that would support such a
conclusion.

014 Guideline Background 60-62 n/a The section on causes of ADHD summarises a range of studies without actually
synthesising an answer to the question ‘what is the likely cause of ADHD?". This is
unlikely to be helpful to the stated target audiences of this document. For example,
what value does an explanation of resting-state fMRI add here?

Further, | find this statement curious: “In most children with ADHD, no environmental
risk factors are identified.” If this is the case, why has the previous page been dedicated
to hypothesising about environmental causes? Please consider the impact on readers
— a mum with a recently diagnosed child may read this and blame herself. Perhaps this
statement should lead the section, rather than conclude it.

014 Guideline Background 62-63 n/a Again, please consider your readers. Upfront, it is stated that there are positive
outcomes. This is followed by many paragraphs detailing all the negative outcomes. If
positive outcomes could be better explained first, it may support people with ADHD to
better engage with the ideas within. This would be consistent with a strengths-based
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and empowerment approach. ADHD people have lots of strengths and capabilities, too.
Many refer to it as their ‘superpower’.

It's also worth flagging how diagnostic bias can influence reported study outcomes.
For examples, smart kids with ADHD who hyperfocus on school and achieve great
results (we exist, hi) are unlikely to be diagnosed as children, and so would be excluded
from studies that examine academic achievement in kids with ADHD. I'm not
suggesting that on average people with ADHD don't have lower attainment, but | think
the sample bias in diagnosis-based studies is really important to flag.

014

Guideline

Background

64

n/a

The guideline says “diagnosis may not occur until later when functional impact may
become more obvious as demands for independence increase”. It's also important to
note that people couldn't be diagnosed with something that didn't exist when they were
12. Awoman who is 50 in 2022 could not have been diagnosed with ADHD at 10 in
1982 when ADHD wasn't fully described until 1987. As understanding of what ADHD IS
grows, so too will rates of diagnosis, especially amongst adults.

014

Guideline

Background

68

n/a

Under co-occurring disorders, it should be flagged that misdiagnosis is common — a
person might be diagnosed with bipolar and then later ADHD, and it's actually only
ADHD. | know people to whom this has happened with anxiety, depression, BPD, bipolar
and cyclothymia. Sometimes the other disorders do co-occur, but sometimes it's just
misunderstood ADHD, too.

014

Guideline

Principles and
Assumptions

69

n/a

The guideline states: “Best practice also requires a recovery-orientated and trauma-
informed approach and enables supported decision making”. Recovery orientation is
typically used for mental ill-health. ‘Recovery’ is language applied to disease and
conditions that can be ‘cured’. ADHD isn't a disease. It is neurodivergence. It is a brain
difference to be embraced, accommodated and understood, not a disease to “recover”
from. Recovery oriented language is ableist and does not accommodate a strengths-
based perspective.

014

Guideline

Professionals

70

n/a

The guideline states “In order to enable professionals to provide optimal care and
treatment, the system in which they work should be built on sound best-practice
principles based on evidence, informed by lived experience, and designed to produce
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the best outcomes for people with ADHD.” AADPA should follow its own
recommendation and enhance the degree to which this guideline is informed by lived
experience.

The guideline states “Services should acknowledge the strengths and abilities of
people with ADHD and contribute to each person with ADHD reaching their potential.”
AADPA should follow its own recommendation and increase the degree to which
strengths are explore in this document, particularly given its target audiences.

014

Guideline

Professionals

70

n/a

The section on services should acknowledge geographic service access disparity.

014

Guideline

Professionals

71

n/a

The section on language says to use “neurodiverse” but the guideline does not use this
term. Why not?

014

Guideline

Chapter 1 -
identification

72

n/a

The section on which groups are at higher risk of developing ADHD only describes
which groups have been studied in studies that meet the criteria for inclusion. It does
not (and | think cannot, with this method) address the actual question. This is another
example of research bias influencing the development of this guideline.

014

Guideline

Chapter 2 -
diagnosis

7

n/a

| think there needs to be some comment around the validity of self-diagnosis. I've seen
medical professionals, especially GPs, roll their eyes at self-diagnosis, especially if the
word “tiktok” is involved. But social media has created incredible opportunities to share
what it feels like to have a different type of brain, and our society-wide conversation
about mental health is supporting people to engage, reflect, and consider their own
brain experiences. If a person approaches a clinician with self-diagnosis, this should
not result in eyerolls, it should start a conversation and, if the person wants to, a
journey to official diagnosis. Self diagnosis isn't always correct, but it often is, and no
one better knows what it is to be that person than that person, so their thoughts and
examples must be part of the picture. I've heard of GPs denying referral because they
think tiktok is stupid. That's not ok.

014

Guideline

Chapter 2 -
diagnosis

80

n/a

Another co-occurring condition is PMDD, which can be somewhat managed through
birth control pills. Many women find their ADHD symptoms are exacerbated by their
menstrual cycle, and that birth control pills affect their ADHD traits. There's some
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speculation amongst people diagnosed with both conditions that the PMDD could be
just ADHD being severely exacerbated by the menstrual cycle.

014

Guideline

Chapter 2 -
diagnosis

82

n/a

More info should be provided on communicating ADHD strengths and benefits. It's not
all bad!! The guideline should identify some of the benefits to support clinicians to
communicate them.

014

Guideline

Chapter 2 -
diagnosis

86

n/a

The comment that “educating people with ADHD will likely improve their functioning” is
important. This could go further — by supporting people to identify and work to their
strengths, people with ADHD can be much more effective. E.g. rather than pushing
oneself to survive a tedious job, a person with ADHD could recognise their strength for
variety and flexibility, and pursue a job that works to those strengths.

014

Guideline

Chapter 3 -
Treatment

90

n/a

Another recommendation could be more thorough guidelines on pharmacological
treatment. In my ADHD communities, it seems like every prescribing clinician has a
different view on how appropriate different medications and dosages are. For example,
recently a community member asked if she was being unreasonable asking to increase
from 20mg to 30mg of Vyvanse — her prescriber had acted as though she was asking
for something ridiculous. Community members advised that the majority in that group
who take Vyvanse take 40-50mg, and the maximum in most states is 70mg. In another
example, my own GP was unaware (and disbelieving) that stimulant medications have
a different effect on people with ADHD than on neurotypical people. Inconsistent
information from clinicians makes it harder. Also, there should be targeted education
for GPs so that they can better support their patients with ADHD.

014

Guideline

Chapter 3 -
Treatment

92

n/a

The guideline states “Due to a lack of public adult ADHD services, most adults with
ADHD receive care in the private sector, resulting in significant cost to consumers.”
Further — many adults with ADHD forgo treatment, including diagnosis, because they
cannot afford it. Private psychiatrists charge as much as $1200 a session. Even a more
standard price of $400-$600 a session is extremely hard to justify for many people.
Other private practices exploit medicare through illegal billing practices, threatening to
withhold treatment and medication if a person complains. There are also very long
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waitlists, up to 18 months. Clinicians should be well-aware of how hard it can be to
access support services.

014 Guideline Chapter 4 — non- 93 n/a Other relevant lifestyle factors include stressful or high pressure jobs and
pharmacological socioeconomic factors.
interventions

014 Guideline Chapter 4 — non- 95 n/a There's definitely scope throughout this section (and the whole document) to be more
pharmacological strengths-based.
interventions

014 Guideline Chapter 4 — non- 96-99 n/a On the parent training, it'd be worth looking at how to support parents with ADHD to
pharmacological effectively parent. It's not only kids with ADHD that can make family functioning
interventions difficult. This should be part of the section on implementation, too.

014 Guideline Chapter 4 — non- 112 441 Another barrier to treatment adherence is effectiveness of the treatment. Some people
pharmacological with ADHD are sick of being told to do the same things that just don’t work, like make a
interventions list, or other neurotypical strategies. You won't stick with something if it doesn't feel

like it's working, or if you know it won't.

014 Guideline Chapter 4 — non- 113 n/a In addition to peer support workers, the guideline could consider the role of online
pharmacological community. | have joined a few facebook groups where women with ADHD share and
interventions discuss experiences and this has been immensely helpful. There are also great

communities on Twitter and other sites. These are informal networks but very valuable.

014 Guideline Chapter 5 - 118 n/a Some sections on this page only pertain to children with parents making decisions on
pharmacological their behalf. The experience of adults should also be considered, and of adolescents
treatments who should be supported to take an increasing role in decision-making.

014 Guideline Chapter 5 - 120 n/a The guideline needs to be more careful with language throughout. For example:
pharmacological “Qualitative evidence highlights the experiences and needs of people with ADHD and their
treatments parents when making decisions around treatment and discontinuation decisions” — this

implies that the parents of all people with ADHD should be involved in these decisions.
This negates the fact that independent adults also have ADHD. The statement should
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read something like “people with ADHD and the parents and guardians of children with
ADHD".

014 Guideline Chapter 5 - 122 n/a In the section on implementation, the guideline states: “In some circumstances, such
pharmacological as in regional/rural settings where there is no access to specialists, a general
treatments practitioner with appropriate training and authorisation may be authorised to initiate

psychostimulant medication.” Clinicians should also be made aware that this isn't
always an option. In my town (pop. 6000) there are no psychiatrists, and no GPs who
are willing to be authorised to prescribe stimulant medication. My own GP refused to
seek authorisation after being requested to do so by my specialist (she said she knows
enough to know that she doesn’t know enough to manage such medications), and she
asked around the two surgeries to find another doctor who would, but there aren't any. |
have (expensive, infrequent) telehealth appointments only.

014 Guideline Chapter 5 - 122 n/a In the section on workforce issues, it may also be worth noting that many psychiatrists
pharmacological do not have a sufficient understanding of how ADHD presents in adult women, and so
treatments do not diagnose or treat them adequately. | have met many women who were initially

dismissed by psychiatrists but later diagnosed by someone with specific expertise in
how ADHD presents in adult women. This has resulted in significant distress and
delays accessing support for those women.

014 Guideline Chapter 5 - 133 n/a The guideline notes that out of pocket costs are significant and can lead to delays. It
pharmacological should also note that many people do not attain treatment as they cannot afford it.
treatments

014 Guideline Chapter 5 - 136 n/a Some prescribers only support medication in adults on work days. This works for some
pharmacological people, but not others — as they also experience impairment from ADHD outside of
treatments work, and have other things they need to do in life, like support their family. This isn't a

‘drug holiday’, it's withholding access to medication based on an assumption that only
a person’s direct economic output is of value. This could be addressed in the guideline.

014 Guideline Throughout n/a n/a Throughout the document, the word “parents” is used. ADHD is known to occur at

higher rates in children and young people in Out Of Home Care. Perhaps the guideline
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should refer to “parents and guardians” or “parents and carers”. Perhaps there should
be a section addressing the unique needs of children with ADHD in OOHC, such as
experiences of trauma, displacement and difficulty forming relationships, and the effect
of changes to placement on consistency of treatment, support, medication and
routines.

014

Guideline

Chapter 5 -
pharmacological
treatments

138

n/a

The ‘sense of self’ comment is interesting. My own experience, and discussion with
others with ADHD, suggests this could be due to too high a dose. | am a large person,
and | take a small dose of medication. | have tried a range of doses, and when the dose
is too high, | experience what could be described as a loss of sense of self (it's pretty
awful). There's a fine line between a good outcome and too much. It may be worth
exploring this further.

014

Guideline

Chapter 5 -
pharmacological
treatments

139

5.8.1

The guideline states “symptoms of ADHD will affect people’s adherence and
remembering to collect medication and organise review appointments to ensure
continuous supply of prescriptions.” It's more than this. Some prescriptions don't have
enough medication before a repeat. | was prescribed 100 dex tablets, 2x2/day, 28-day
repeat interval. 100 tablets will last 25 days. If | can access the pharmacy the day my
repeat becomes available, | have 3 no-medication days per month. | work full time. |
can't always go to town the day my repeat becomes available — it's an hour return, | get
half-hour lunchbreaks. The pharmacy isn't open every day, so even if | go to town that
day, | might not get the repeat. My pharmacist says this repeat interval is inappropriate.
| have asked for it to be changed, but it hasn't been. Restrictions on how medication is
prescribed have an enormous impact on adherence.

014

Guideline

Chapter 7 -
Considerations

156

n/a

In the section discussion lack of training in ADHD, it would be worth adding that even
those who are trained in ADHD sometimes lack understanding of the presentation of
ADHD in women and girls, resulting in missed diagnosis and misdiagnosis, and lack of
support.

014

Guideline

Chapter 8 -
Considerations

158

n/a

It's frustrating to see girls and women referred to as a “sub-group”. We are 51% of the
population. We are not niche. Our experiences are understudied and often
misunderstood, but calling us a “sub-group” doesn't help.
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Considerations

014 Guideline Chapter 8 - 158 n/a Another important area for research is the impact of hormones, especially fluctuations
Considerations at menstruation and menopause, which are well-known to cause significant changes in
the expression of ADHD traits but are not yet studied or even really acknowledged by
clinicians.
014 Guideline Chapter 8 - 159 8.1.2 Prioritisation should also consider rectifying systemic biases — prioritise research for
Considerations women, Indigenous people, fat people, people of colour, and other people who have
traditionally been systematically excluded as research subjects so that the disparity in
understanding can be fixed.
014 Guideline Chapter 8 - 159 n/a This guideline states “This ADHD guideline has identified multiple areas of unmet need

or areas where the research base does not permit evidence-based recommendations to
be made. Future research into the causes, treatments and ways to support individuals
with ADHD should employ participatory research principles to ensure that those with a
lived experience of ADHD are engaged in the research process at each step.” This
guideline needs to walk the walk — it needs to employ participatory principles and
actually engage people with ADHD in the development of this guideline. The current
process for feedback excludes most people with ADHD (who, funnily enough, find
forms like this one difficult to engage with). Please — find a better way to engage with
people with ADHD. Hear their stories. Examine the trends. Include recommendations
based on what it's actually like to have ADHD in Australia in 2022.
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ID: 015; Susan Woolfenden, Community Paediatrician/Researcher

General feedback

ID

Feedback

015

Thank you for this very useful guideline. Two additional areas that | think need to be addressed.

Agree that all of these can be co-occurrences - absence seizures, intellectual disability, language delay, learning difficulties, hearing loss, vision impairment,
learning difficulties and attachment disorders- but they can also be differential diagnoses and it is worth having some information on how clinicians can
differentiate these from ADHD.

Also, something on the role of general practice in workup, support and management of children, young people and adults with ADHD
It would also be good to review this paper from the Caretrack kids study ( full disclosure | am an author) in terms of potential recommendations that need to be
strengthened in the guidelines.

Ellis LA, Blakely B, Hazell P, Woolfenden S, Hiscock H, Sarkozy V, Gould B, Hibbert PD, Arnolda G, Ting HP, Wiles LK, Molloy CJ, Churruca K, Warwick M,
Braithwaite J . Guideline adherence in the management of attention deficit hyperactivity disorder in children: an audit of selected medical records in three
Australian states. PLOS One. January 2021.

ID: 016; Don Bornstein, Retired child psychiatrist

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
-16 Guideline Document 2.2 78 2.2.2 Under differential disorders, | think there should be a more specific statement to exclude,

as the primary disorder, emotional deprivation, emotional, physical and sexual abuse, and
other serious interactional problems associated with disturbances in the child’s family and
social network. Section 2.1.1 alludes to this but, in my view, without adequate direction
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ID: 017; Katarzyna Tognarini, Pharmacist

General feedback

ID Feedback

017 Section 5.4 Adherence to pharmacological interventions (this may be 5.8 as in summary at beginning of document). Whilst very thorough, there is a marked
absence of the involvement of the Pharmacist as part of allied health. With training and support, pharmacists can ensure a better medication experience and
help to reduce the stigma of an ADHD diagnosis.

Pharmacists are optimally placed to aid with:

1. adherence,

2. compliance with medication treatment,

3. identification and monitoring of side effects and
4. education.

With monthly dispensing of medication, pharmacists will see individuals with ADHD frequently and there are many opportunities for discussion. They are in a
prime position to ensure the prescriber’s instructions are followed and understood, check for any adverse effects to be relayed to the prescriber, provide extra
information, (e.g. script expiry, next dispensing date, or clearer instructions which can involve time intervals or dose titration). There are also many pharmacy
apps which can aid in compliance and timely supply of medication through reminders and dose counting.

Most importantly, pharmacists can also identify possible drug interactions due to prescribing by other medical practitioners and monitor for any erratic use.

lll-informed drug-related questions on social media sites are rife. With proper training in ADHD, pharmacists would be in a prime position to manage those
enquiries. Advice would be triaged, problems escalated if appropriate, and the medical information would be based on facts and drug knowledge as opposed to
personal interpretation on the web.

FYI numbering is not consistent between the summary and the main document.
5.7 Monitoring Medication/Treatment is 5.3 in main document
5.8 Adherence to Medication Treatment is 5.4 in main document

5.9 Review of Medication and Discontinuation is 5.5 in main document
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Feedback On Recommendations

ID Document (Guideline Or | Section Of | Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
017 | Guideline document Chapter 5 138 5.4 Pharmacists to increase compliance through planned dispensing/reminders/apps, tailored
(should be | labelling of medications, identification and monitoring of effects/side effects, identifying
5.8?) interactions, providing tailored and correct information (verbal and written) and liaising with
the prescriber.

017 | Guideline document Chapter 5 139 5.8.1 Pharmacists can help with adherence optimisation through reminders, apps, provision of
accurate information and counselling and checking for any issues. Improved compliance and
adherence to treatment, as a result of inclusion and contact with trusted health professionals
in people with ADHD, is also supported by medical literature.

017 | Guideline document Chapter 5 140 5.8.2 Pharmacists can label medication with tailored instructions, provide written information, set
up visual reminders and track medication usage and effects.

017 | Guideline document Chapter 5 143 5.9.1 Pharmacists collating information would be a very valuable resource in terms of tracking the
benefits of medications and any adverse effects for relaying to prescriber.

017 | Technical report Section 398-400 | 11.1 Health professional training — pharmacists, as part of allied health, have been omitted and the

11.1 select training of some pharmacists in key areas would improve the medication experience,
access, and support to people diagnosed with ADHD. Whilst extra training and monitoring
adds to the pharmacist’'s workload, it would offer another area of expertise and specialisation
and hopefully reduce the stigma of ADHD diagnosis and treatment. In terms of renumeration
for services, there are many avenues, and in fact | believe that some pharmacists would do
this willingly to expand their scope of practice, as it would translate to repeat clientele.

017 | Technical report Section 410 11.4 Organisation of Care: the clinical practice gaps which trained pharmacists could help with are

11.4 overseeing continuity of care and communication between professionals, as shared care

protocols for medication monitoring between primary and secondary health care
professionals are also recommended.
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ID: 018; Sydney Cognitive Development Centre

General feedback

ID

Feedback

018

4 critical changes needed:

(1)

2

(3)

(4)

The importance of neuropsychological assessment in making complex differential diagnoses needs to be clear in cases when there is a suspected
intellectual disability, learning disabilities, language disorder, head injury, epilepsy, or other neurological, neurodevelopmental or neurogenetic disorders.
It would be a breach of proper professional care if there are other processing issues (than attention) just to do a clinical interview for ADHD.

There is a theoretical misunderstanding of CBT, and all psychological therapies have been incorrectly placed under this specific type of therapy. Each
type of psychological therapy needs to be described and given its own evidence-based review: psychoeducation, behaviour therapies, mindfulness, CBT,
skill training.

Misleading use of the heading “Attention/memory/cognitive training”. This section only refers to computerised tests rather than individualised skill
training by an allied health practitioner. This should be changed to “computerised training” and allied-health skill training should be described and
recommended in additional CCPs.

No recommendation was made regarding neurofeedback as “there was no new evidence for neurofeedback”, yet in addition to 9 RCTs analysed by NICE,
they found an additional 8 RCTs and 2 positive meta-analyses, effectively doubling the evidence base. | also identified an additional 4 RCTs within the
inclusion dates. All studies found improvements post-neurofeedback, or at a minimum equivalency with medication, CBT, behaviour therapy or cognitive
training (which were all supported by the guideline). This needs correction, especially given 53% of recommendations (CCPs) were the opinion of the
committee and not evidenced-based.

Page 73 of 246




Australian Evidence-Based Clinical Practice Guideline For ADHD - Compiled accepted feedback from the publication consultation period (7th March — 10th April 2022)

Feedback On Recommendations

ID

Document (Guideline Or
Technical Document)

Section Of
Document

Page
Number

Rec Number

Comment (Maximum 150 Words)

018

Guideline

Chapter 2

78

Neuropsychological assessment should be recommended, at least
conditionally, when there is evidence of low IQ, giftedness, learning disabilities,
or other processing issues. It is common practice clinically to use cognitive
testing when it is unclear as to whether another disorder may be a differential
diagnosis opposed to a comorbidity. For example, severe dyslexia & or writing
disorder in a high school student may present as inattention, but they may have
no issues on objective attention tests or on ratings associated with non-
academic tasks. It is suggested the committee read the DSM-5 p64 to
understand this better and more closely adhere to the actual DSM-5
recommendations. Cognitive testing is essential in cases like these to avoid
misdiagnosis. Clinicians should not be encouraged to be making a complex
differential diagnosis just based on talking to a parent, or watching a child,
especially for the Inattentive Presentation.

018

Guideline

Chapter 2

79

“ADHD should be considered as a possible diagnosis in all age groups, including
adults over age 65 years. Symptom criteria should be considered based on age and
developmental level.”

For people over age 65 dementia will also need to be considered in regards to a
differential diagnosis and caution should be taken as people with dementia can
have poor insight into their own functioning. In order to make a proper
differential diagnosis if dementia is suspected, neuropsychological
assessment should be performed.

018

Guideline

Chapter 2

79

“Clinicians should be aware the inattentive presentation may not be identified until
secondary school, following increased demands for organisation and independent
study.”
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The guideline fails to acknowledge the DSM-5 criteria that several symptoms
need to have been present prior to age 12. A child who has shown zero criteria
in primary school at home and at school needs to seriously have another
differential diagnosis considered. It is essential in the guideline that Criterion B
of the DSM-5 criteria is included, to avoid possible misdiagnosis of adults.

018 Guideline Chapter 2 81 2.2.1 This section acknowledges that ASD, language disorder, SLD, intellectual
disability, epilepsy, brain injury and FASD should all be considered when
making a diagnosis, yet still doesn't acknowledge the utility of a
neuropsychological assessment. How is a clinician able to understand the
effects of any of these disorders upon attention and processing skills if not
formally assessed? For example, if a person has an intellectual disability (ID) it
would be expected that their attention skills sit below average, and the extent
of the disability needs to be understood on formal measures. As noted in the
DSM-5 (p 64) the ADHD symptoms need to be excessive for ‘mental age’. To not
support intellectual assessment in these cases, and not diagnose an
intellectual disability would be extremely damaging to the patient who may be
able to access the NDIS and the appropriate funding.

018 Guideline Chapter 2 83 2.3.1&23.2 These recommendations acknowledge the need for treatment for comorbidities
yet fails to provide any specific guidelines to the same level of appreciation and
depth given to medication. The scientific review clearly does not appropriately
distinguish between treatments that aim to treat core ADHD symptoms versus
the comorbidities, coming to incorrect conclusions about the utility of various
therapies. For example, social skill training (a behavioural therapy) was judged
in one study (p100) as having low evidence, as even though it helped with
social skills in people with ADHD, it didn't help with core ADHD symptoms
(which was not its purpose). It is recommended that the scientific review looks
at all interventions for individual comorbidities and develops helpful and
specific guidelines. Failing to do this, at a minimum there should be numerous
additional CCRs that acknowledge the importance of social skill training,
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educational intervention, school interventions, psychological therapy for mood
disorders etc.

018

Guideline

Chapter 4

94

4.1.1

“ensure sleep sufficiency and regular physical activity”.

Sleep issues are one of the most common comorbidities in people with ADHD,
and poor sleep worsens attention issues. This deserves more than half a
sentence in the guidelines. Most clinicians | know treat sleep as a priority
through sleep hygiene strategies (if poor) or CBT or relaxation strategies if due
to anxiety/ a busy mind. A very high percentage of people with ADHD take
Melatonin or other medications for sleep, and this has been neglected to be
mentioned in this guideline. Even the NICE 2021 update acknowledged this was
inappropriately left out of their guidelines. | would suggest you review the
update on the NICE website if you haven't already. How this got missed with
Prof Emma Sciberras (a leading Australian sleep & ADHD researcher) on your
committee is puzzling. | would suggest you include some of her wonderful
research.

018

Guideline

Chapter 4

100

4.3 general

“CBT for ADHD primarily aims to reduce or prevent the negative impacts of ADHD
symptomology via targeted adjustment of cognitions, emotions and/or behaviours.
It usually includes psychoeducation. Dialectical behaviour therapy (DBT) is a
modified CBT-based approach which includes third-wave CBT approaches such as
mindfulness and acceptance.”

There is a theoretical misunderstanding of CBT which is misrepresented as an
umbrella term for all psychological therapies. The analysis of the efficacy of
‘CBT' was based on an inappropriate combination of therapies that are not in
fact CBT. Inappropriately classified as CBT are the following: social skills
training, dyadic behaviour therapy, executive skills training, reminder focused
positive psychiatry, psychoeducation, mindfulness, DBT, and metacognitive
therapy. All these therapies are distinct therapies (several of them very
obscure), which are not CBT, and should be analysed separately and given the
same detailed attention as medications were given.
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018

Guideline

Chapter 4

104 & 105

438&4.4.3
(same
recommendation
given for
children and
adults)

CBT has 8 types of treatment incorrectly listed under it in this recommendation.
Firstly, this should read psychological therapies not CBT. | am surprised that
any of these were agreed upon by the psychologists on the GDG, who would all
be very well versed in the most common techniques psychologists use in
treating people with ADHD. Grief processing and adjustment is included for no
apparent reason. The list is illogical stating that compensatory strategies and
environmental modification need to include emotional dysregulation.
Communication skills would be from a speech therapist not part of CBT.
Problem-solving comes under a therapy called Solution Focused Brief Therapy.
| would recommend that psychologists are consulted in rewriting this
accurately.

018

Guideline

Chapter 4

103

4.3

“In children ..... the evidence for CBT approaches was not robust.” This statement is
highly damaging to guiding appropriate referral to treat the psychosocial issues
people with ADHD face. If left in this form it could adversely affect vulnerable
children as doctors will not be significantly supportive of psychological therapy
in children, resulting in less referral for psychological support, and even worse
psychosocial outcomes as adults. Psychological services provided under
Medicare for children with ADHD may even be cut given that there is
purportedly ‘low evidence’ based on an analysis completely lacking in scientific
rigor. This document needs significant restructuring by an expert team of
psychologists who can explain why combining dozens of different types of
therapies is inappropriate, and judging their efficacy based on improving ADHD
symptoms opposed to comorbid mood/behaviour issues is misleading.

018

Guideline

Chapter 4

106

4.3

“The feasibility for people with ADHD to access CBT may be limited by the
availability of clinicians/programs..... As children with ADHD are generally not
eligible for publicly funded services, CBT approaches may need to be accessed in
the private sector. Therefore in recommending CBT as a routine treatment, health
inequity may result.”

Statistics in Australia: 5400 paediatricians, 3600 psychiatrists, 42,657
psychologists. There are an abundant number of psychologists in Australia.
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Every school has a psychologist freely provided, and Headspace provides free
psychologists to people aged 12-25 years. Many psychologists bulk-bill, and
otherwise there is a Medicare rebate for therapy. For people who have financial
issues, there are many associations that provide free psychological therapy.
There are also numerous community services at hospitals able to provide
therapy. This anti-psychologist misinformation has no place in a
multidisciplinary guideline.

018 Guideline Chapter 4 P106 4.4 “Attention/memory/cognitive training are interventions that .... functions. “

This is a poor description of this group of therapies. Cognitive training is a type
of therapy that involves many different techniques: (1) Psychoeducation about
cognitive skills (2) meta-cognition training (often incorporating mindfulness) (3)
compensatory strategies (4) training in the utilisation of technologies to
support skills and (5) skill building (problem solving, time awareness, planning
skills etc). Allied health professionals, carefully formulate treatment plans for
people with ADHD to address all functional issues in a personalised manner.
Cognitive training was inappropriately analysed based on several studies on
computerised programs, and judged on this very limited analysis. Allied health
professionals have university training beyond switching on a computer, so
please do not insult the training of allied health practitioners in this manner. Re-
label this section as “computerised training”, and create a proper section for
allied health practitioner proper cognitive training.

018 Guideline Chapter 4 P106-108 | 4.4 | have reviewed the Cognitive Training research and was shocked by the
amount of errors described. 13 statement were made regarding 8 studies: 11
statements were incorrect showing inaccuracies in reporting of results, 1
statement was not referenced so could not be verified, and only 1 statement
was correct. The majority of errors were found in reporting false results (several
being the exact opposite of findings), others were noted in incorrectly
categorising treatments, others cherry-picked negative findings and ignored
positive findings, and several careless errors were made with incorrect years
referenced. The review of the literature lacks scientific rigor and places into
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question the competency of the people doing the scientific review. | have sent
the table to the Australian There is a strong need to rereview the literature due
to the unacceptable high level of errors that the recommendations were based.

018 Guideline Chapter 4 110 Incorrectly ADHD coaches as a profession were inappropriately recommended. Allied
labelled as health professional have been engaging in the style of type of therapy
4.3.10&4.4.5- described in the guidelines as coaching for decades, well before the term
should be 4.5.1 ‘coach’ was invented for people with no university education. To avoid potential
& 4.5.2¢c harm in having inexperienced people treating inappropriately, it is

recommended that people only see clinicians who have been trained at a
university level, who are registered as part of an organisation requiring strict
standards of ethical care. This style of treatment should be referred to as ‘skill
training’, which is a recognised and claimable item under Medicare
“Psychological Strategies” for people with ADHD. Not clear why ADHD coaches
get a special call-out as a professional in the guidelines, despite not requiring
any qualification, or actually having any scientific evidence. See
https://www.hccc.nsw.gov.au/decisions-orders/public-statements-and-
warnings/mr-patrick-mcnally for an example of the dangers of people who can
state they are ‘coaches’.

018 Guideline Chapter 4 114 4.7.3 “There was no evidence of benefits of neurofeedback over waitlist/usual care for
parent- or teacher-reported ADHD inattention and hyperactivity symptoms and
broader functioning in children and young people. In adults, the evidence was
inconclusive.” This statement needs correction. In regards to the studies that
were TAU, all 4 new studies mentioned showed significant benefits in regards
to parent, teacher, self-ratings &/or clinician ADHD scales. This statement
needs to read “Four new studies were identified showing benefits of neurofeedback
over waitlist/usual care for parent, teacher, self or clinician reported ADHD
inattention and hyperactivity symptoms.”

018 Guideline Chapter 4 114 4.7.3 “There was no new evidence identified ... no recommendation regarding
neurofeedback was included.”
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This is incorrect. 8 additional very current RCTs were analysed in the
guidelines, in addition to those analysed by the 9 studies by NICE, effectively
nearly doubling the body of evidence first analysed. In additional the guidelines
do acknowledge two new (very positive) meta-analyses. All 8 studies found
positive benefits in favour of some improvements of ADHD symptoms post-
neurofeedback training. Whilst it is true that some of these benefits may not
have exceeded those of other therapies like medication, CBT or behaviour
therapy, neurofeedback research is growing exponentially and cannot be
denied to have significantly new and positive scientific evidence. 4 new RCTs
were missed in the specified dates for inclusion (below), with all these studies
also showing positive benefits. With 21 RCTs, along with 2 meta-analyses, the
statements regarding NF should be reviewed.

018 Guideline Chapter 5 123 5.2 CCP states the recommendations are ‘outside the scope of the evidence-finding
process’, which for medication was 53% of recommendations (20/38) and for
non-medication 41% (9/22). On analysis the non-pharmacological
recommendations were common-sense approaches like diet, sleep and
environmental modifications. In vast contrast very concerning
recommendations were made for medication without scientific review such as
medicating: children under 6 years (5.2.1), people with psychosis or bipolar
(5.6.2), people with mood disorder, tic disorders or autism (5.6.1), and people
with eating disorders (5.6.3). Over 50% of the medication recommendations
were incorrectly (and dangerously) outside the scope of scientific review. It is
strongly recommended that the literature is properly reviewed for all these ages
and conditions, and if research is not found, then great caution should be given
in recommending medication to the extra vulnerable populations.

018 Guideline Chapter 6 147 6.2.1-6.2.5 In the 22 pages of specific guidelines, reference to our indigenous population
was only given just over %2 a page, with only 5 recommendations, which only
vaguely recommend in the broadest terms being culturally appropriate when
testing and treating. No specific recommendations were given, despite the fact
that this is discussed in depth on p147. Was this important research not
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deemed worthy’ of warranting specific actionable recommendations for
clinicians? If Australian’s think that these vague guidelines are appropriate in
this day and age, they are completely insensitive to the plight of our indigenous
communities in our medical system. | was expecting several pages of
recommendations and was shocked to see this poor summary. | would
STRONGLY suggest that the GDG run these guidelines by indigenous
psychologists/ indigenous leaders to see whether they feel the actual
recommendations would be of any utility in improving care for these important
communities.

Feedback

ID Section Of Document | Rec Number | Evidence Details (example) Comment (Maximum 150 Words)

018 | Chapter 4 4.7.3 Lee, E.J.; Jung, C.H. Additive 2017 RCT in neurofeedback not included in NICE or current guidelines and should
effects of neurofeedback on the be included in the narrative review. This paper showed that when NF +
treatment of ADHD: A randomized | medication is compared to medication alone in children with ADHD, there are
controlled study. Asian J. added benefits with the effect size improving from small/moderate for
Psychiatr. 2017, 25, 16—21 medication to large for NF + medication. This was evident on ADHD symptoms

ratings by parents as well as formal tests of attention.

018 | Chapter 4 4.7.3 Rezaei, M.; Kamarzard, T.S.; 2018 RCT in neurofeedback not included in NICE or current guidelines and should
Razavi, M.N. The effects of be included in the narrative review. It compares NF to yoga to a waitlist control &
neurofeedback, yoga interventions | find “Significant improvements in sustain attention and memory were observed
on memory and cognitive activity over time in both Yoga and NFB compared to control group.”
in children with attention
deficit/hyperactivity disorder: A
randomized controlled trial. Ann.

Appl. Sport Sci. 2018, 6, 17-27.
018 | Chapter4 4.7.3 Sudnawa, K.K.; Chirdkiatgumchai, | 2018 RCT in neurofeedback not included in NICE or current guidelines and should

V.; Ruangdaraganon, N.;

be included in the narrative review. This study compares neurofeedback to
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Khongkhatithum, C;
Udomsubpayakul, U;
Jirayucharoensak, S.; Israsena, P.
Effectiveness of neurofeedback
versus medication for attention-
deficit/hyperactivity disorder.
Pediatr. Int. 2018, 60, 828—-834

medication in children with ADHD. They found good effects for NF compared to
medication with parent ratings showing similar benefits for measures on
inattention, but medication showing better benefots for teacher’s ratings in
regards to hyperactivity. The found overall, “ MPH had a large ES (Cohen's d,
1.30-1.69), while NF had a moderate ES (Cohen's d, 0.49-

0.68) for treatment of ADHD symptoms.” They conclude “This study supports NF
as a promising alternative treatment for ADHD in children who do not respond or
experience significant adverse effects to ADHD medications”

018

Chapter 4

4.7.3

Hasslinger, J., Bolte, S., & Jonsson,
U. (2022). Slow cortical potential
versus live Z-score neurofeedback
in children and adolescents with
ADHD: A multi-arm pragmatic
randomized controlled trial with
active and passive

comparators. Research on Child
and Adolescent

Psychopathology, 50(4), 447-462.
doi:http://dx.doi.org/10.1007/s108
02-021-00858-1

This study compared 2 different types of neurofeedback to working memory
training and TAU. They found that Slow cortical potential neurofeedback was
better than TAU on parent and teacher measures of inattention and
metacognition, but was equal to the benefit of working memory training. They
found that after 6 months good benefits were maintained for metacognition. Live
Z-score neurofeedback training had significant benefits over TAU on overall
parent and teacher ADHD ratings, as well as parent ratings of metacognition.
Teachers ratings for inattention, hyperactivity and total showed improvements
after 6 months. Working memory training also showed significant improvements
compared to TAU for teacher ratings for inattention and hyperactivity, as well as
parent and teacher ratings for metacognition. These also maintained after 6
months. This should be added to the narrative review for neurofeedback

ID: 019; Australian Clinical Psychology Association

General feedback

ID

Feedback

019

We appreciate the effort that has gone into producing the guideline which is long overdue. The guideline importantly argues for improvement of care for people
with ADHD, systemic changes to clinician training, and accessible services in the community. We are encouraged to see advocacy by the Guideline Development
Group for inclusion of ADHD into the NDIS, and some focus on the strengths of individuals with ADHD.
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We found the document long and difficult to navigate, with repetition of information (e.g., a lengthy summary of recommendations with each recommendation
expanded elsewhere). The Summary alone is not sufficiently detailed. The narrative sections, particularly non-pharmacological therapy, are not presented in a
manner that is digestible. Some of the information could be better presented in table format. Due to the ease of accessing information in the Recommendation
tables, it is likely that most people will only read the Recommendations, so these tables need to be comprehensive.

The guidelines require more focus on required clinician credentials. Diagnostic work needs to be undertaken by clinicians who are formally trained in diagnosis
using DSM and/or ICD. Referral pathways need to be clearer. When should one provider refer to another? Under what circumstances might you consider referral
for attention/cognitive training or neuropsychological assessment of executive functioning, or educational psychometric assessment? Should psychologists
refer patients to GPs to exclude underlying medical conditions? Are pediatricians trained in the full range of DSM or ICD differential diagnoses? What role do OTs
play in ADHD management and when might they consider referring? When do you need to refer to a sleep physician for each age group? Where is the decision
tree? It would be helpful to have an explanation as to the role of each provider group.

The sections that review treatment evidence should be presented in a uniform style. Various non-pharmacological interventions are grouped under a CBT
heading when they are not typically referred to as belonging to this category. The description of CBT is wanting, and the section is confusing. Our confidence in
the summary of non-pharmacological interventions is not high.

Given the guidelines set out to address how ADHD is assessed and monitored, we expected to see a section that reviewed and recommended various outcome
measures, including symptom reduction measures and quality of life measures. Psychological therapy supports whole of person functioning — psychologists
typically aim to improve quality of life and functioning more so than they aim to reduce core ADHD symptoms.

The reporting of study outcomes did not provide sufficient information to make informed decisions. The reporting style is inconsistent across studies and
expected research studies and topics are missing. The 5-year limit on research has eliminated potentially important studies (e.g., Stevenson CBT 2002, Philipsen
et al DBT 200) and does not represent the breadth of prior research. Recommendations appear to be based on the few studies included. Not every reader will
also read the NICE guidelines which provide the full scope of research conducted. Also missing were sleep intervention studies in ADHD (e.g., Cortese and
Angriman 2017), or studies evidencing dietary restrictions or supplements. Overall, the treatment review section does not generate a high level of confidence in
the recommendations regarding psychological treatment for ADHD.

There is little discussion of cultural barriers or considerations beyond the Aboriginal and Torres Strait Islander population. Australia is a multi-cultural population
where there are a variety of cultural views about neurodevelopmental disorders, disability, academic attainment, and occupational attainment.

The guidelines should state a requirement to improve quality of life for people with ADHD instead of weakening the recommendations for fear of health inequity.
Recommendations accessible across different socioeconomic groups can be developed elsewhere.
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Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number Number
019 Guideline document Executive Summary |9 Typo first line (“that most occurs”)
019 Guideline document Summary of 11 It was only clear after reading the full summary of recommendations that these
Recommendations recommendations are repeated later, in stages, with more narrative around them.
The repetition is confusing and the document is difficult to navigate. New sections
Table 2 should start on new pages, not halfway down another page. We suggest bolder and
able . . . . .
larger headings for each new section with more surrounding white space to make
them stand out.
We were confused by the star system (strength of recommendations) regarding the
option or the “comparison”. Stars generally signify a good rating, but in this
document one star is a recommendation against the option. People may not easily
remember the key after multiple pages and may start to read one star as “mildly
good”. We suggest a different approach to indicate good or bad, such as clear “plus
or “minus” signs.
We suggest table headers and key is repeated on every page
019 Guideline Document Screening and 12-13and |1.1.2 Is NA Not Applicable or Not Available?
Identification 75

Recommendations

What screening and identification is required in less privileged populations? Is
ADHD under treated and under assessed? Evidence from USA suggests there
are issues with minority groups and should be included in the guideline given
Australia’s cultural diversity. This guidance should be separated from what
we know about First Nation people.
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Screening of high-risk groups is recommended including girls and young
women presenting with additional risk factors (e.g., anxiety and mood
disorders, behavioural and learning issues).

019 Guideline document Screening and 76 1.2
Identification

Summary of Many professionals, teachers, and the public are unaware that screening
narrative review questionnaires have variable validity and reliability. The guide correctly notes
that further research is needed however specify screening questionnaires
with evidence of validity and reliability (e.g., Connors-3, CBRS, Connors Adult
ADHD rating scale, Behaviour Rating Inventory of Executive Functioning
(BRIEF)).

Additionally, many professionals, teachers, and the public are unaware that
self-report screening questionnaires are not necessarily indicative of objective
symptomatology. The World Federation of ADHD Guide (2019) documents
extensive data indicating low levels of agreement between parents and
teachers on ADHD symptomatology in children, and divergent data on the
agreement between self-report and co-informant report on ADHD symptoms
in adults. As such, we recommend that screening questionnaires be given to
multiple informants. The Connors -3 also has validity scales to help the
professional identify if a person’s reports on the scale are inconsistent or
possibly unreliable. Screening of adults and children is very different due to
maturational differences in insight and cognitive function.

A screening tool cannot replace a full diagnostic assessment and appropriate
formal training is required to correctly interpret many questionnaires.

019 Guideline Document Diagnosis 13and 78 |2.1.1 The guide states that a medical assessment is required to rule out other
causes of symptoms. While there appears to be much greater clarity and
commentary about medical features, there is no similar commentary about
neuropsychological or psychodynamic or family factors in the case of children
(i.e., lack of consistency in parenting practices resulting in behavioural issues as
the problem). Appropriately qualified endorsed psychologists may be

Recommendations
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assessing these factors, which raises the question whether the patient must
then see a psychiatrist or return to the GP for medical review. We would
expect that a medical review will not be needed in all cases, and a
recommendation needs to be provided whether this is the case. Thereis a
lack of evidence that routine referral for medical assessment is required,
particularly given the potential to strain the medical system and add
unnecessary cost.

019 Guideline document Diagnosis 13 2.1.2 It is unclear why diagnostic assessment should determine that symptoms
cause ‘at least moderate psychological, social and/or educational or
occupational impairment’. The DSM5 provides a Mild specifier for severity of
ADHD which is valid when younger children or people with higher intellectual
abilities may only show mild functional impairment until the
environmental/educational/occupational demands etc. exceed their capacity
to mask/compensate. Such individuals and their families will benefit from
diagnosis, monitoring and intervention to maximise their functioning and
quality of life and minimise later adverse outcomes or secondary issues (e.g.,
depression due to a poor self-esteem and self-efficacy secondary to ADHD)

Recommendations

We argue for a separate recommendation that most children and adolescents,
and many university students with ADHD are likely to benefit from a
psychometric educational assessment for learning disability and general
intellectual functioning. Early intervention for learning difficulties is key,
especially for children with higher IQ who are underperforming relative to their
potential but who are frequently overlooked in the school setting.

More in depth guidance is required regarding referral for neuropsychological
assessment of general cognitive function in adults, along with cognitive
strengths and weaknesses. This should include how the need for referral
changes with increasing age or with early or late initial presentations.
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019

Guideline Document

Cooccurring
disorders and
differential
diagnosis

Recommendations

81

2.2.1

Consider adding sleep disorders here

019

Guideline document

Cooccurring
disorders and
differential
diagnosis

Recommendations

81

222

We were surprised at the absence of consideration regarding hormones,
especially in females and transgender individuals. There needs to be
consideration of puberty, fluctuations across the menstrual cycle, and
menopause (natural or surgically induced).

019

Guideline document

Information needs
following diagnosis

Recommendations

15

2.3.1

019

Guideline document

Information needs
following diagnosis

Recommendations

15-16

2.3.1

The section is missing essential information regards executive functioning,
psychological and social aspects. For example:

e Impact on self-care including weight management, dental care, sexual health
care.

e Possible impact on financial management and debt

e Increased probability of risk-taking behaviours such as gambling,
unprotected sex, misadventure

e Increased risk of sexual assault
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e Impact of hormones on functioning (pubertal, premenstrual, menopausal)

e Increased difficulties post childbirth due to parenting responsibilities

In addition: Where are the positive impacts mentioned?

019 Guideline document Information needs 16 2.3.2 We suggest this information is listed on the AADPA website so clinicians are not all
following diagnosis having to hunt down and record useful sites and support services. It is preferable
that the guideline directs people to AADPA where they can find a list of these
. resources. If AADPA cannot maintain such a list, there is little hope that busy
Recommendations o . . -
clinicians will be able to do so. It is recommended that the guideline
include information where clients/parents can access reputable and evidenced
based parent training (behavioural modification) and psychological therapy.
019 Information needs 16 2.3.3 Add dot point “memory difficulties”
following diagnosis
Recommendations
019 Guideline document Information needs 16 2.3.4 Information should be presented in a developmentally appropriate manner to make it

following diagnosis

Recommendations

understandable and helpful for children (perhaps over 7-8 years) and for
teenagers/young adults.

GDG could consider advocating for the use of neurodiverse or inclusive language
when providing feedback and treatment to clients with ADHD. This is mentioned later
in the guideline but should be included in the summary as this will be the most
accessed section of the guideline.
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019 Multimodal 18 3.1.1 There is no mention of behavioural modification via parent training or use of
treatment and psychological therapy (such as CBT) in this section. This recommendation is
support included in the Executive Summary on page 9 and should also be included in the

section on multimodal treatment. This is especially relevant given there is some
) evidence of the possible validity of multimodal treatment (e.g., The Multimodal
Recommendations . . .
Treatment of ADHD study & NHMRC Clinical Practice Points, 2012). Also, an overall
comprehensive treatment package should include involvement and liaison with
schools to form individual assistance plans and teacher education and teacher
supports that are reviewed over time.

019 Transition between |18 3.2.1 Define “early”. David Coghill has recommended that transition to adult services
services should start at least 12 months prior to finishing high school.
Recommendations

019 Transition between |18 3.2.2 The recommendation that a clinician become a ‘trained transition lead’ is not

services

Recommendations

practical. This does not appear to be routinely done by paediatricians, GPs, or allied
health staff at present. The need for funding this service is a barrier to its
implementation, the exception being where the client meets NDIS criteria and NDIS
or allied health staff can receive funding to perform this function.

The new Medicare Allied Health Case Conference items may assist funding of this
service, but these case conferences need to be led by a GP or Paediatrician.
Knowledge of the availability and use of these items is currently poor or variable. To
make this a viable recommendation, GDG should clarify that the use of NDIS funding
by allied health could help fulfil this role or the use of Medicare Allied Health Case
Conference items by a GP or Paediatrician
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019 Lifestyle and 19 41.2 This section is too generic would be improved with the use of examples.
envir.o.nmf.ental Adapting expected tasks and routines could include examples such as workload,
modifications roster times, sleep-wake times.

Recommendations Adapting physical spaces could involve examples of strategies to reduce
distractions and enhance productivity.

019 Guideline document Non- 19 421 The guideline needs to clarify that parent/family training should be evidenced based
pharmacological and reputable, plus delivered by appropriately trained and experienced professionals.
interventions These professional groups may include OTs and Psychologists. Parent/family

training is appropriate if additional behavioural issues are in play and/or where the
. understanding and structuring of environments and executive function friendly home
Young children . . .
organisation systems is required.
(under 5 years of
age)

019 Guideline document Children and 19 4.3.1 and | The guideline needs to clarify that parent/family training should be evidenced based
adolescents (aged 5 43.2 and reputable, plus delivered by appropriately trained and experienced professionals.
to 17 years) These professional groups may include OTs and Psychologists.

019 Guideline document Cognitive behaviour |20 4.3.5, The guideline needs to clarify that psychological therapy/CBT should be evidenced
therapy. 4.3.6, and | based and reputable, plus delivered by appropriately trained and experienced

4.3.7 professionals. These professional groups may include Psychologists who can deliver
these services.

019 Guideline document Cognitive behaviour |20 4.3.8 The guideline needs to state that Psychological/CBT treatment could include

therapy.

addressing any commonly co-morbid presentations and issues including anxiety,
depression, substance use, internet and gaming addiction, relationship issues etc.
This is especially the case as other disorders (e.g., OCD, tics, etc.) have a good
evidence base for psychological treatment and often co-occur. Furthermore tics may
be made worse by stimulant medication.
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019 Guideline document Other non- 21 439 This recommendation needs more detail. There is too little research support for
pharmacological neurofeedback, and the danger is that a host of “treatments” spring up for desperate
treatments parents. We suggest that the guideline specifies which children should be offered

cognitive training.
Is it possible given the state of the research to clarify when and with whom attention
training may be helpful?

019 Other non- 21 445 ADHD Coaches (with appropriate training and qualifications) have capacity to work
pharmacological regularly with individuals with ADHD and some provide accountability groups (which
treatments include opportunities for body doubling). This work can be supportive and effective

in assisting adolescents and adults self-requlate and manage their attention to
achieve study and academic task completion. From a systemic lens, more could be
done to incorporate ADHD coaching capacity as a support that sits outside of a
psychological intervention delivered by a well-trained ADHD-informed psychologist
who is providing CBT or other appropriate therapy. (Similar to NDIS Therapy
Assistant level 1, 2 who support clients to implement therapy/strategies suggested
from Psychologist, OT and Speech Therapists).

019 Guideline document Adherence to non- 21-22 441 There are two sections 4.4, and therefore two clauses with the same numbering. This
pharmacological note refers to the second 4.4.1 starting at the bottom of the page under “Adherence
treatments to non-pharmacological treatments”.

Dot point 3 on page 22, add “in self and loved ones” after increased self-awareness
All comments made above for 4.3.1 to 4.3.8 apply to this recommendation.

Under potential barriers (dot point 2) include cost (including cost of repeated non-
attendance fees when they forget to turn up)

019 Guideline document Starting and 24 51.7 Add a dot point “suicidal ideation or self-harm”
managing
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pharmacological
treatment

medication choice

019 Guideline document Medication choice — | 24 521 This recommendation is misplaced as it refers to assessment decisions. We have
children aged under raised earlier the question of whether psychologists should routinely refer for a
6 years medical assessment, and if so, what the indications might be. (see 2.1.2).
Psychological and social factors also require consideration, and should there be
inclusion of indication for referral for psychological assessment
019 Medication choice — | 24 5.3.1 Add “lactose intolerance” as appropriate everywhere gluten intolerance is referred to.
children and young Melatonin is very widely used in the treatment of sleep related difficulties in ADHD -
people (aged 6 to it is surprising that it gets no mention.
17 years)
019 Medication choice — | 25 543 Final sentence. Change “is required” to “are required” as “consideration” is singular
adults (aged 18
years and above)
019 Factors influencing | 26 5.6 There is evidence that hormones and estrogen levels (within a woman'’s cycle as well
medication choice as relating to peri menopause) interact with stimulant medication effectiveness to
treat ADHD symptoms. References have been included. This should be
acknowledged in the guideline, as appropriate prescribing for women and adolescent
girls should take this into account. As few psychiatrists are experts on this topic,
(nor do they have lived experience, given most are male) this requires highlighting.
Treatment in such cases likely also needs specialist consultation by reproductive
medical staff (e.g., endocrinology)
019 Factors influencing | 26 5.6.2 Although this topic is not the domain of psychology, there are many people who are

successfully managed on stimulant medication who have had manic episodes
(providing they are on mood stabilisers). By not acknowledging this in the guidelines,
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clinicians may be put at risk of medico-legal problems if they continue to use
stimulants in these patients. Potentially, patients might have stimulant medication
withdrawn due to medico-legal fear, despite a successful outcome.

019 Factors influencing 5.6.3 These is mention of appetite suppression but no mention of Vyvanse being helpful

medication choice for reduction of binge eating in people with ADHD. The comorbidity is quite high.

019 Guideline document Factors influencing | 27 5.6.7 We recommend that consideration be given to adding information about the use of

medication choice long-acting medications on workdays and short acting prn on weekends or holidays,
or different prescriptions for lower doses on non-workdays. Doses that are too high
for weekend activities appear to contribute to lack of adherence. Further clarity will
allow individuals informed choice.

019 Guideline document Monitoring 28 5.7.5 Include mention of teeth grinding, increased sweating, and tinnitus

medication
019 Guideline document Adherence to 29 5.8.2 Consider including the double alarm strategy which assists with adherence and
medication morning functioning. This strategy involves setting alarm ~30 mins before usual
treatment waking time to take short acting medication. Return to sleep until second alarm, and
before leaving for work or study, take long acting medication.

019 Guideline document National services 31 7.1 Include a recommendation that telehealth services should be maintained for this
patient group given the lack of availability of suitably trained clinicians in close
geographical range to the person with ADHD

019 Guideline document National services 31 7.1.3 Consider adding a shared understanding of evidenced-based and/or reputable

interventions (both pharmacological and non-pharmacological) which is required to
ensure necessary NDIS interventions. The guideline should also spell out which
professionals are appropriate to provide such interventions (e.g., Psychologists,
Paediatricians, OTs, Speech Therapists).
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019 Professional 32 7.3.1 After “treatment” consider adding “across the lifespan”
training
019 Introduction 34 The description of ADHD could be broader. This description provides key learning for
any clinician reading the guideline and is not a place for ultra-brevity. A detailed
description of ADHD will be of greater interest to clinicians than the method by which
research was included or excluded.
The guidelines emphasise the uniqueness of ADHD symptoms to the individual
which also needs to be included in the general description of ADHD. The features of
ADHD should also include difficulties with motivation and interest, activity/arousal
regulation, the saliency of rewards to the individual, planning, organisation over time
and immediately, perseverance (stopping an ongoing response), emotional
regulation and note that there can be variability in ADHD symptoms within the
individual. Theoretical models and neurological evidence reflect multiple pathways
of disruption in neuropsychology leading to ADHD symptoms.
019 Consideration of 36 Include information on how to consider the needs of LGBTQI+ and people with
issues relevant to intellectual disabilities.
special-needs
groups and other
subgroups
019 Representation from | 43 Add the Australian Clinical Psychology Association (ACPA). ACPA was represented
relevant colleges by a member at one of the Melbourne meetings (Heidi Sumich)
and societies
019 Table 10 56 Health Correct typo — “peole” instead of “people”
profession
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als row,
column 5

019 Background 58 Last line add: “sometimes not until middle age and beyond”
Features of ADHD

019 Outcomes 62 - 64 This is a long section, the addition of subheadings could be useful

019 Outcomes 63 Second last paragraph: Is there no evidence re increased risk of STD, unplanned

pregnancies, bankruptcy and debt problems, or dental health issues (many patients
have trouble with regular tooth brushing, bruxism, smoking)?

019 Characteristic 67 Third paragraph on “mind wandering”. Consider adding substance use, misuse of
course and changes alcohol, gambling, and talking excessively or interrupting others when they are
across the lifespan. talking.

Adults.
019 Professionals 70 Last dot point add: “or do so under supervision while developing the competence” as

skilled clinicians should not be deterred from learning to treat ADHD.

While there is a comprehensive outline of the need for a differential diagnosis, there
is no statement as to which clinicians are trained to do this? For example, as
specified with Autism Spectrum Disorder.

Simply specifying “appropriately trained and credentialed” does not adequately
address who should diagnose, treat, and monitor ADHD. Professionals require
credentials in the assessment, diagnoses, and particularly differential diagnosis of
mental disorders. ADHD coaches and peer support workers are valuable members of
a treatment team but are not clinically trained. Social workers and OTs and nurses
are not trained in DSM and ICD diagnosis and differential diagnosis. Psychologists
are not trained to exclude underlying medical conditions.
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The guidelines should represent best practice for patients’ benefit and safety. To
ensure valid diagnosis, without compromising access, consider recommending
assessment pairings where necessary, such as psychologist plus a medically trained
practitioner to exclude underlying medical conditions.

019 High risk groups 73 2nd “.... and sometimes receive other diagnoses such as...."” Add bipolar disorder and
Summary of paragraph | borderline personality disorder
narrative review
019 Impact of symptom | 88 It is implausible that research on ADHD symptom severity and treatment is
severity and co- “extremely limited”. Perhaps the research base is of poor quality.
occurring disorders
on treatment
019 Impact of symptom | 89 Treatment decisions: add “and financial capacity to pay for treatment”
severity and co-
occurring disorders
on treatment
019 Transitions 90 3.2 Another important transition is geographical relocation. It takes a long time to see a

new psychiatrist and, in the meantime, scripts from the previous psychiatrist (via
telehealth) may not be accepted in a different state. It is unacceptable that people
might find themselves without access to medication despite having a script from
their regular psychiatrist.
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019 Transitions 92 3.2 Regarding the discussion of “treatment leads” and “teams” the fractured nature of
Clinical private providers makes this hard, not least of which is the absence of a universal
considerations for secure electronic communication system across all AHPRA registered health
implementation of professionals. Not all clinicians use secure electronic messaging like Medical
the Objects or Healthlink. Many clinicians do not provide any direct form of email
recommendations communication and rely on outdated faxing or phone tag. The government's failure

to invest in secure health communication strategies accessible by all clinicians
needs to be highlighted as an impediment to treatment for just about all health
conditions, not only ADHA.

019 Non- 93 4 A separate section should be added titled ‘psychoeducation’. This is an intervention
pharmacological that is pertinent to all providers who work with ADHD and could incorporate a focus
interventions on quality of life and recovery, not just symptom reduction.

019 Lifestyle changes 93 4.1 In general, the way the evidence for lifestyle changes and environmental
and environmental modifications has been reported is confusing and ambiguous. Often there is a
modifications statement that there is some evidence for a clinically important benefit or harm,

without stating what the benefit or harm might be, and in which direction the benefit
or harm lies (e.g., Exercise vs waitlist/usual care — what is the harm and in which
group was it observed? It is assumed that “exercise” is the group that exhibited
clinically important benefit, but this shouldn’t be assumed but stated clearly. This
ambiguity appears throughout the document.

The section might benefit from more subheadings. Tables may be a better way of
summarising the evidence of specific research trials.

019 Lifestyle changes 94 Are equine therapy and progressive muscle relaxation (PMR) really lifestyle change

and environmental
modification

or environmental modifications?

PMR is generally considered a Behaviour Therapy strategy.

Page 97 of 246




Australian Evidence-Based Clinical Practice Guideline For ADHD - Compiled accepted feedback from the publication consultation period (7th March — 10th April 2022)

Lifestyle changes —
exercise and
relaxation

The therapeutic mechanisms involved in Equine therapy are not clear. The value of
this study is questionable.

019

Environmental
modifications

95

Add “wearing a wristwatch” “using wall clocks and timers” to examples of
modifications of physical factors.

Modification of social factors such as improving relationships is best referred to as
interpersonal therapy. This reference is out of place. Improving communication is
more than a lifestyle and environmental modification.

We suggest a separate section on the family system: thereby recognising and
supporting mental or physical health issues or counselling within the family unit, or
relationship

019

Environmental
modifications

95

411

The recommendations listed in 4.1.1 are not supported by the narrative. Sleep,
dietary supplements, and limiting device use, are not reviewed. “Exercise” is reviewed
stating no strong evidence yet “regular physical activity” is recommended. This
section needs further work.

The guidance in 4.1.1 is good common sense but its inclusion should flow logically
from the narrative, rather than listing things not previously referenced.

The recommendations should include advice about not using certain therapies (e.g.,
equine therapy is incredibly expensive and time consuming, but parents can feel
guilty when not agreeing to it, despite limited evidence of efficacy). It is important to
have statements saying that there is insufficient evidence to warrant
recommendation of xx, xx and xx.
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019 Summary of evidence 96 This section requires clarity. The paragraph on ‘parent/family training vs
parent/family training’ states no significant difference between groups, but was
Young children there a significant improvement in either group? Are they both as good as each other,
or both as bad as each other? This problem is evident in many of the other studies
reported in this document. We need to know more than just the difference between
groups — we need to know if there was any benefit! (i.e., meaningful difference).
019 Summary of evidence 97 Does ‘relaxation’ refer to Progressive Muscle Relaxation (PMR)? Would be helpful to
be more specific as PMR is a recognised therapeutic approach. The summary is
. unclear where the benefit lay — with parent/ family training or relaxation?
Children and young people
Repeatedly through this section there is no indication as to which intervention
condition showed the benefit and how meaningful this benefit was.
The summary of evidence might be better in a table format.
019 Clinical considerations for | 100 Second Typo — first word should be “As”
implementation of paragraph
parent/family training in on page
children and young people 100
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019

Non-pharmacological
interventions

Cognitive behavioural
therapy (CBT)

100

4.3

The CBT section is weak. It is a mishmash of interventions that do not all belong
under this heading. Separate headings and descriptions are needed for DBT and for
mindfulness-based interventions (otherwise it’s like lumping dexamphetamine and
Ritalin in the one box and treating them as if they are the same thing).

It would be helpful if this heading was changed to something like “Psychological and
Other Talking Therapies”

Please provide an indication as to which health professionals are trained in the use
of there interventions. There is an excellent half page description on ADHD coaching
but no description of what is entailed in the various psychological therapies (e.g.,
DBT could be a useful intervention for someone with ADHD when emotional
dysregulation is prominent, while CBT might be useful for targeting executive
dysfunction and comorbidities).

019

Non-pharmacological
interventions

Cognitive behavioural
therapy (CBT)

100

Definition
of CBT

A full definition of CBT is required. We suggest “Cognitive Behaviour Therapy is a
form of psychotherapy that helps people manage their emotions and functioning by
modifying how they think and behave.”

The majority of CBT for ADHD involves a range of strategies including
psychoeducation, the teaching of practical behaviour therapy strategies,
environmental/lifestyle modifications, harm minimisation strategies for impulsive
behaviours, and cognitive strategies to assist with unhelpful beliefs and thinking
patterns, goal planning, motivation, and social communication.

While CBT group therapy for ADHD involves a standardised and structured CBT
program, individual therapy typically targets not only the ADHD but also comorbid
disorders. Treatment of comorbid disorders often involves a range of
psychotherapeutic approaches outside of CBT (e.qg., dialectical behaviour therapy,
acceptance and commitment therapy, eye movement desensitisation and
reprogramming, schema therapy), so it is rare for someone receiving individual
psychological therapy for ADHD to engage in standard CBT alone. Individual
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psychological therapy addresses the whole person and quality of life, not just the
ADHD.

CBT/DBT versus Non-
specific supportive
therapy

019 CBT 102 The review of exercise evidence is ambiguous. It states there was a benefit of CBT
CBT plus parent/family over exercise, but both conditions received CBT. We appreciate that there is an
training versus CBT plus enormous about of information to be reported but there is significant inconsistency
parent/family training of approach across this section. We suggest a table to ensure that the information is

conveyed in a more consistent fashion.

019 CBT 102 We disagree that psychoeducation is a CBT (psychological therapy) study.
Psychoeducation versus Psychoeducation is non-pharmacological, but it is relevant to all therapies. The
waitlist/usual care information does not specify which group showed the benefits and harms — waitlist

or psychoeducation?

019 CBT 102 This section mixes CBT and MBCT, which are very different things. This is like
CBT versus waitlist/usual reporting on the benefits of Dexamphetamine and Vyvanse as if they are
care interchangeable. CBT was superior to waitlist, but was MBCT also superior to

waitlist? These sorts of summaries create the impression that the person reviewing
the evidence might not be familiar with psychological therapies, which has the
unfortunate effect of reducing confidence in the content.

019 CBT 103 This section groups CBT and meta-cognitive therapy (which can probably both be
Adults grouped under CBT for this purpose given that most people would probably consider

Solanto’s work to be CBT) with DBT (which is a very different type of therapy). CBT
and DBT are not the same thing at all. It is also unclear as to which type of therapy
showed the benefit.
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019 CBT 103 This comparison is mindfulness versus psychoeducation. There is no indication as
Adults to whether either group showed efficacy, just that they did not differ from each other.
Was it MBCT training or just learning to be mindful in the moment?
CBT versus CBT
CBT The bottom of page 103 is the first mention of effect sizes. Reference to these would
Evidence to have been helpful in each summary if available.
recommendation section
019 Clinical considerations for | 105 This section is heavily weighted towards children and young people and needs to be
implementation of the applicable across all age groups. The notion that we should be hesitant to
recommendations recommend a treatment because it may lead to health inequity does not sit well. A
treatment should be recommended if the treatment is relevant. The guideline also
needs to mention that the recommendations should be investigated for neurodiverse
populations outside of ADHD and people with disabilities (hearing impairment, visual
impairment, etc)
019 Attention / memory / 106 4.4 It would be helpful to include a more meaningful description in this introduction as to

cognitive training

what these therapies entail. Saying dietary advice aims to improve one'’s diet is not
very illuminating.

It is not possible to read this section and have any idea as to the sort of therapy
provided. Presumably the programs are all computerized. We suggest naming each
program being used and what it was targeting — working memory, sustaining or
shifting attention, response inhibition, etc. This information is inconsistent across
the summaries suggesting different authors.

If a study has a very low level of certainty and high risk of bias, we question whether
it should be included at all, unless the effect size is overwhelming.
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019 Attention / memory / 108 The summary only reports on QOL and CGl. It seems unlikely that a cognitive
coghnitive training remediation program did not set out to assess some aspect of cognitive functioning
and this outcome needs to be included.
Adults.
Attention/memory/cogniti
ve training versus
waitlist/usual care
019 Attention / memory / 109 We suggest including a deeper understanding of the role of clinical psychologists
cognitive training and (well trained) ADHD coaches in understanding executive function
inconsistencies and offering services that offer practical support to people
. ) . (including adolescents), such as accountability groups and support groups for
Clinical considerations of . - . .
) ) students. ADHD coaching supplements good parent training for supporting children
the implementation of the . . . .
) in their functioning and education
recommendations
019 ADHD coaching 109 4.5 The description of coaching is helpful. The guideline could also provide indication of

Summary of narrative
review evidence

how a patient or clinician is able to identify a coach who is properly trained to work
with ADHD, such as credentials people look for given there is no regulation around
using the title of ADHD coach. It would also be helpful to comment on when you
might refer to an ADHD coach and when to refer to a clinical psychologist given there
is a lot of overlap in the application of behavioural and environmental modifications,
goal planning, and motivational work. Coaches often offer

accountability groups and support groups for students which psychologists are less
likely to offer.

We suggest outlining when is coaching a useful supplement to parent training
programs for supporting children in their functioning and education
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019 ADHD coaching 110 We argue that the concept of health equity is counter-intuitive, that is, we should not
recommend therapies that many people can access if some people cannot access
. i . them. Almost ALL treatments for ADHD have out of pocket costs (even seeing a GP
Clinical considerations for - . . , .
) ) and filling a script) so health equity would mean we can't recommend anything at all!
implementation of the . . o
. It is paternalistic to not offer a treatment because a clinician assumes the person
recommendations . . . .
cannot pay for it. This isn’t good healthcare. We suggest that the issue of access is
expressed differently; that is, acknowledge the access issue without changing the
recommendation.

019 Adherence to non- 111 Other reasons for non-adherence with treatment is that people may have had bad
pharmacological experiences with clinicians in the past (both during child and adult years) and lose
interventions hope in therapy and therapists. Either they don’t have a good fit, or treatment is not

effective because the ADHD diagnosis was missed, or they are not believed when
. detailing their ADHD experience (by mental health clinicians and occasionally by GP
Summary of evidence
referrers).
019 Organisation/school- 114 This section provides more examples here of summaries not stating which

based interventions

Summary of evidence
review

intervention showed the benefit.

There is potential missing research as we are aware that schools are providing
Cogmed and other computerised training programs and evaluation research should
be reported here. Children are being asked to attend early morning Cogmed sessions
before school, multiple days per week for months and we are concerned that this
may be doing more harm than good. Please review the evidence and consider
abandoning the 5-year limit if these searches have ruled out key studies.
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019 Neurofeedback 114 As with other summaries, these often do not indicate which condition was superior
(we should not assume the treatment group was superior). We also need to know
i whether there was any significant change from baseline in either or both groups
Summary of evidence . . . . . .
. (placebo effect). It is hard to interpret the evidence if the summaries are ambiguous.
review . . .
There is too little research support for neurofeedback, and the danger is that a host
of “treatments” spring up for desperate parents.
Most studies did not report on harm, but there is financial loss and loss of
opportunity associated with engaging in a time consuming and expensive programs
that have no clear benefit for most people. We suggest a review of recommendation
44.1.
019 Pharmacological 117 Typo line 3 — two “ins”
interventions
Clinical practice gaps
019 Pharmacological 118 Theme 4, | Add the word “time” to “...a period of to...".
interventions last line
Summary of evidence
review
019 Medication choice 130 Many people are being managed effectively on stimulants with mood stabilisers. The

Evidence-to-
recommendation
statement

recommendations are to “consider” other options, but no mention is made of the
possibility of using stimulants with mood stabilisers if the person has not achieved
good effect from non-stimulants. It would be unhelpful to see psychiatrists taking
patients with well-managed bipolar disorder off stimulants because of the guidelines
and fear of medicolegal repercussions. Perhaps a caveat can be added about
proceed with caution, document, peer review, if benefits outweigh harms, etc.
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019 Medication choice 133 We suggest noting that some people benefit from lower doses of long-acting preps
on weekends or holidays. Many psychiatrists are reluctant to prescribe two different
. ) . doses of long-acting for weekday and weekend doses. It would be helpful if the
Clinical considerations for s . . .
) ) guidelines made mention of this otherwise people take more than they need on
implementation of the . . .
. weekends, or take nothing, neither of which may be a good outcome.
recommendations
First line - Missing word — medications are “not” available
019 0190 meds Adherence to 140 Typo, first line. “..more time “to” discussing...”
pharmacological
interventions
Clinical considerations for
implementation of the
recommendations
019 019 Considerations — services | 153 Missing words last sentence paragraph 1. “However “this approach” is rarely

and policy

Clinical practice gaps,
uncertainties, and need for
guidance

available.”
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Feedback On Additional Evidence

ID Section Of Rec Number Evidence Details (example) Comment (Maximum 150 Words)
Document
019 Factors influencing | 5.6 Littman, Dean, Wagenberg, Wasserstein (2021) | This reference talks about specific hormone influences on the
medication choice ADHD in females across the life span and the effectiveness of ADHD medication. These influences need to be
role of estrogen. The ADHD Report. The more widely understood given evidence that they are real and
Guildford Press. important.
019 Factors influencing | 5.6 Dorani, F. et al. (2020). Prevalence of hormone- | As above — needs to be included with the references about

medication choice

related mood disorder symptoms in women
with ADHD. Journal

of Psychiatric Research, 133, 10-15.

medication considerations.

ID: 020; Andrew Sheridan, Clinical Neuropsychologist, Clinical Psychologist

General feedback

ID

Feedback

020

It looks as though you have conducted a thorough review, and have consulted with a number of professionals.
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Feedback On Recommendations

ID

Document (Guideline Or
Technical Document)

Section Of
Document

Page
Number

Rec Number

Comment

(Maximum 150 Words)

020

Guideline document

2.1
Diagnosis

Page 78

Summary of
narrative
review

The statement ‘These 5 guidelines noted that Neuropsychological testing was not required
for the diagnosis of ADHD' is in my view incomplete.

It misses the fact that in complex cases Neuropsychological assessment can increase
specificity, for example by ensuring that differential diagnoses such as language disorder,
learning disorder, or emotional dysregulation are better considered. Research (cited below)
also suggests that identifying children with ADHD who have executive function
impairment helps identify a group who are especially at risk of poor academic
achievement.

Furthermore, the rate of comorbid academic, motor, and language problems in ADHD is
very high: Neuropsychological assessment should be considered in order to identify these.

Lastly, Neuropsychological assessment is a useful source of observational data in
assessment, and school reports are routinely screened which may save the
Psychiatrist/Paediatrician time.

Feedback On Evidence

ID

Section Of Document

Rec
Number

Evidence Details (example)

Comment (Maximum 150 Words)

020

2.1 Diagnosis

Summary
of narrative
review

Diagnosing ADHD in Adults: An Examination of
the Discriminative Validity of
Neuropsychological Tests and Diagnostic
Assessment Instruments.

The inclusion of formal attentional assessment increases specificity
in diagnostic assessment from 73% to 83%.

Pettersson, Soderstrém, & Nilsson (2018)
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020 | 2.1 Diagnosis Summary Diagnosis of Attention-Deficit/Hyperactivity Psycho-educational assessment can provide unique information to
of narrative | Disorder (AD/HD) in Childhood: A Review of the | the diagnostic process as it provides information related to
review Literature. Stephen E. Brock & Amanda Clinton problems that can be either associated with AD/HD or that might
(2007). serve as alternative explanations for the symptoms. For example, in

some cases comorbid learning (Barkley, 1998; Barry, Lyman, &
Klinger, 2002), language (Barkley, 1998; Cohen et al., 2000; Riccio &
Jemison, 1998) and processing (Bedard, Martinussen, Ickowicz, &
Tannock, 2004) disorders may best account for the behaviors often
associated with AD/HD. Consequently, some have recommended
tests of academic achievement and other measures that assess
these abilities be a part of the diagnostic process.

020 | 2.1 Diagnosis Summary Diagnosis of Attention-Deficit/Hyperactivity Research has offered some support for the sensitivity of certain
of narrative | Disorder (AD/HD) in Childhood: A Review of the | neuropsychological tests as measures of attention skills (Roth &
review Literature Stephen E. Brock & Amanda Clinton Saykin, 2004). For example, measures such as the Wide Range

(2017). Assessment of Memory and Learning, Second Edition (WRAML 2;

Sheslow & Adams, 2003), the California Verbal Learning Test,
Children'’s Version (CVLT-C; Delis, Kramer, Kaplan, Ober, & Fridlund,
1998), and the Wisconsin Card Sorting Test (WCST; Heaton, Chelune,
Talley, Kay, & Curtis, 1993) have been suggested to be sensitive to
neuropsychological functions including attention span, sustained
attention, both single and repeated-trial learning, response inhibition,
and working memory

020 | 2.1 Diagnosis Summary Executive Dysfunction in School-Age Children Between-Group Differences on EF Tasks. There was a statistically
of narrative | With ADHD. Lambek, Tannock, Dalsgaard, et al. | significant difference between clinical and non-clinical children on
review (2011). overall task performance, F(8,224) = 7.72, p < .001, np 2 = .22.

At the individual level, the approach by Biederman et al. (2004),
where a prerequisite for EFD was a minimum of two tasks impaired,
resulted in 60% of clinical children and 15% of non-clinical children
being classified as having EFD.
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020

2.1 Diagnosis Summary Impact of Executive Function Deficits and Significantly more children and adolescents with ADHD had EFDs
of narrative | Attention-Deficit/Hyperactivity Disorder (ADHD) | than did control participants. ADHD with EFDs was associated with
review on Academic Outcomes in Children. Biederman, | an increased risk for grade retention and a decrease in academic

Monuteaux, Doyle, et al. (2004) achievement relative to (a) ADHD alone, (b) controlled
socioeconomic status, (c) learning disabilities, and (d) 1Q

ID: 021; Deidentified

General feedback

ID

Feedback

021

As a stimulant prescriber, | would love some general guidelines to some of the prescribing challenges we face, including the use of combination therapy eg
long-acting stimulant, with a short-acting form for “top-ups”. These “top-up” doses can address issues such as the use in morning for a delayed effect for
long-acting, or in the afternoon, for early wearing off/coming down side effects. | find many of my adult patients are on combination therapy, yet there
seems very little in guidelines about this avenue for dose optimisation. There is quite variable duration of action | see in adult patients — possibly due to
metabolic differences and other factors. This means there is a lot of individual optimisation that goes into getting a best outcome, and | see other
prescribers being perhaps more conservative or less sure, and not offering their patients these options.

ID: 022; Applied Neuroscience Society of Australasia

General feedback

ID

Feedback

022

We noted numerous errors in evidence cited by Guidelines on the efficacy of neurofeedback for ADHD. Not including neurofeedback in the Guideline based on
errors is unacceptable, and we request changes in the narrative and recommendations to reflect the corrections and evidence for neurofeedback.

Two reviewers' arguments for not recommending neurofeedback were "concerns around the potential lengthy time commitment and cost of this intervention
given unclear benefit." However, there is no cost-benefit analysis nor comparison between different interventions and treatment lengths, leading us to conclude
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this statement was based on reviewers' personal opinions and biases. Arns et al., 2020 outline the cost-effectiveness of neurofeedback compared to medication
and behavioural therapy and comment on the length of treatment.

The Guideline failed to review neurobiological research and neuroimaging technologies used in assessing patients with ADHD. Reviewers emphasised symptom-
based diagnosis, which has been criticised (Arns, 2022; Atkinson, 2001). A recent EEG biomarkers study of ADHD, with a large heterogeneous clinical sample
(N=4249), suggests that "acknowledging neurobiological heterogeneity can inform stratification of patients to their individual best treatment and enhance
remission rates” (p. 3, Voetterl et al., 2022). Use of these EEG biomarkers as ADHD treatment prognostics has been repeated in several well-designed studies
(Arns., 2008; 2018; Neurofeedback-Collaborative-Group, 2020; Krepel, 2020;).

The Guideline failed to review personalised and multimodal interventions for ADHD. For example, Pimenta, 2021 indicated that sleep and nutritional advice seem
to yield superior treatment efficacy relative to neurofeedback alone and superior clinical effectiveness relative to medication.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
022 Guideline document Neurofeedback 114 4.7.3 “One study found a statistically significant benefit of waitlist/usual care over
versus neurofeedback for parent reported total ADHD symptoms (Lim, 2019).”

waitlist/usual care

Parent-rated ADHD-RS post-treatment scores significantly improved 2.2 (0.8 to 3.6),
p = 0.0024. Parent Child Behaviour Checklist (CBCL) ratings of internalising/
externalising behaviours showed significantly greater improvements in the treatment
group at both follow-up assessments and the end of the primary intervention period
for internalising behaviours (Lim et al., 2019). The internalising /externalising
dimensions include 14 items relating to attention (Siddons & Lancaster, 2004).
Contrary to the outcomes reported in the Guideline, a significant benefit for
neurofeedback over waitlist control for both parent and clinician-rated ADHD
symptoms and internalising/externalising behaviours which also include attention
measures were reported.
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022 Guideline document Neurofeedback 115 4.7.3 “No statistically significant benefits of neurofeedback over active control were found for
versus active parent-rated total, inattention, hyperactivity ADHD symptoms” (Strehl,2017).
control Contrary to the outcomes reported in the Guideline, neurofeedback was superior to
EMG biofeedback in reducing total parent rated ADHD impulsivity symptoms 0.21
(95%C1 0.03/0.39, P = 0.02, ES = 0.34) and inattention ADHD symptoms 0.18 (95%
Cl1 0.03/0.36, P = 0.02, ES = 0.40).
022 Guideline document Neurofeedback 115 47.3 “There was a clinically important harm with use of neurofeedback for teacher reported
versus emotional dysrequlation” (Gevensleben, 2009).
attention/memory/ No mention of any harm in this study. Teacher's ratings of emotional and behavioural
cognitive training symptoms all showed statistically significant positive improvements, in additional to
medium effect (~.6) of NF over controls in improving ADHD symptomatology (both
parent and teacher ratings). They concluded that NF effects are substantial and of
practical importance.
022 Guideline document Neurofeedback 115 4.7.3 “There were statistically significant benefits of neurofeedback over
versus attention/memory/cognitive training for parent-rated ADHD total, inattention symptoms
attention/memory/ and dysregulation symptoms and teacher-rated ADHD inattention symptoms (clinic
cognitive training setting).”(Minder, 2018)
There is no statistical evidence in the paper for this statement. Both NF and CT
showed statistically significant improvements after training on all ADHD DSM
symptoms and executive measures (parent and teacher), with the exception of
teacher hyperactivity/impulsivity measures. There was no evidence that NF was
stronger than CT. CT actually had slightly stronger effects than NF on parent
inattention ratings, however statistically this was thought to be related to waiting
effects.
022 Guideline document Neurofeedback 115 4.7.3 “There were statistically significant benefits of attention/memory/cognitive training over
versus neurofeedback for parent-rated ADHD attention symptoms in the school setting.” (Minder,
attention/memory/ 2018)
cognitive training
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Incorrect finding reported. There were benefits of CT over NF on parent measures of
inattention, but these were not in the school setting but rather in the clinic setting.

versus CBT &
parent/family
training

022 Guideline document Neurofeedback 115 47.3 Christiansen 2014 was inappropriately placed under the NF versus psychoeducation
versus section. The two control groups were NF and self-management, with self-
psychoeducation management being a 30-sessions behavioural therapy program. This paper was

clearly not read in any depth.

022 Guideline document Neurofeedback 115 47.3 “There was no clinically important benefit for parent-reported ADHD inattention
versus symptoms.” (Christiansen 2014)
psychoeducation Incorrect statement. These results are not even reported and only Total ADHD Index

scores were reported for parents. Comparison of pre-post treatment showed
significant improvement of parent-reported ADHD symptoms, including Inattention &
hyperactivity/impulsivity ratings. In addition, statistically significant effects were
noted for all teacher rated ADHD symptoms. Post-treatment after a 6 month delay
there were no significant declines in benefits. No group differences between NF and
the behaviour therapy were noted, with the authors concluding that NF is as effective
as an already established intensive behavioural management program.

022 Guideline document Neurofeedback 116 4.7.3 “There were statistically significant benefits of CBT & parent/family training over

neurofeedback for parent rated ADHD hyperactivity/impulsivity symptoms.” (Moreno-
Garcia 2079)

This specific finding was not statistically analysed in the paper. NF was compared to
behavioural therapy (BT) and medication/pharmacology (PH). Post-NF significant
differences were observed in teacher ratings of hyperactivity and mother's ratings of
both inattention and hyperactivity. BT had the strongest effects on ratings, with PH
have weaker effects than both NF and BT, with no effects of medication noted at all
on teacher ratings. No direct comparison was published between BT and NF for
parent rated hyperactivity. However upon analysis of the ADHD RS-IV the effect size
for parent-rated hyperactivity for NF was .59 compared to BT which was .76 and PH
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which was .42. A more likely conclusion would be that BT has superior benefits to
PH, with the comparison between NF and BT untested.

022

Guideline document

Neurofeedback
versus CBT &
parent/family
training

116

4.7.3

“There were no statistically significant differences between neurofeedback and CBT &
parent/family training for parent and teacher rated ADHD total and inattention symptoms
and teacher rated hyperactivity/impulsivity symptoms.” (Moreno-Garcia 2019)

This finding was not statistically analysed in the paper. See above. Only group
ANOVAs between all three groups were presented along with t-test pre-post
treatment for each group. The group ANOVA included all 3 treatment groups so these
findings are inappropriately extrapolated.

For NF significant improvements were noted in 15 of 18 measures on formal
attention testing, with both visual and auditory attention both improving equally. The
global effect size was d = 0.80.

For the BT treatment significant improvements were noted in 11 of 18 measures on
formal attention testing. The average effect size for BT was d = 0.75 (medium).

022

Guideline document

Neurofeedback
versus sham

116

4.7.3

“New evidence was identified for a new comparison consisting of a single RCT
(Schonenberg et al.,, 2017), with low risk of bias and moderate certainty evidence,
conducted in adults with ADHD, comparing neurofeedback and neurofeedback sham over
15 weeks. There were no statistically significant differences for ADHD symptoms using
the Conners ADHD rating scale.”

Although statistically correct, the reviewers did not address serious methodological
issues arising from this study. As reported in two correspondences (Pigott, 2017;
Pigott 2021) the electroencephalographic (EEG) training method applied in this study
violates the established science of operant conditioning. The study compares two
forms of false-feedback, not operant conditioning of the EEG. Since the operant
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conditioning was not applied in this study this should not be used as evidence
against neurofeedback.

022 Guideline document Neurofeedback 116 4.7.3 “New evidence was identified for a new comparison consisting of a single RCT

versus CBT (Schonenberg et al., 2017) with low risk of bias, moderate certainty evidence conducted in
adults with ADHD, comparing neurofeedback and CBT over 15 weeks. There were no
statistically significant differences for ADHD symptoms using the Conners ADHD rating
scale.”
As above, the reviewers did not address serious methodological issues arising from
this study. Without operant conditioning, CBT condition was compared to false-
feedback condition.

022 Technical report Neurofeedback & 80 4.7.3 “A single very small RCT (Rajabi 2020) was conducted in male children with ADHD,
parent/family comparing neurofeedback plus cognitive training (n=16) and waitlist (n=16). Given the
training versus very low certainty of the outcome data in this study with very serious risk of bias and very
waitlist/usual care serious imprecision, there is insufficient evidence to support or refute the intervention for

ADHD symptoms — inattention and hyperactivity, whether parent or teacher rated.”

The statement might be correct. However, the reviewers failed to provide evidence on
how the risk of bias and certainty of the outcome data were assessed for this study.
There is no evidence in the technical report on how the reviewers arrived to the
conclusion

022 Guideline document Evidence to 116 4.7.3 “..two systematic reviews and meta-analyses were noted (Garcia Pimenta, Brown, Arns, &
recommendation Enriquez-Geppert, 2021; Van Doren et al., 2019).”
statement

The meta-analyses were noted, but the reviewers failed to include their findings
without providing a rationale for this decision.

A meta-analysis conducted by van Doren and colleagues suggests neurofeedback is
superior to non-active control and has more persistent effects following treatment
(Van Doren et al., 2019).

A second meta-analysis conducted by Pimenta and colleagues concluded: “Long-
term effects of personalised neurofeedback were superior to non-personalised
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neurofeedback and comparable to those of medication alone or in combination with
behavioural intervention” (P637, Pimenta et al.,, 2021). They also highlighted the
importance of multimodal interventions in improving the positive outcomes for
individuals with ADHD: “The interaction of neurofeedback with parental
interventions, sleep and nutritional advice might yield superior clinical effectiveness
relative to neurofeedback and medication monotreatments” (p637, Pimenta et al.,
2021).

Feedback On Evidence

Strehl U, K Loo S. (2019). “Sustained effects of
neurofeedback in ADHD: a systematic review
and meta-analysis”. Eur Child Adolesc
Psychiatry. Mar;28(3):293-305. doi:

10.1007/s00787-018-1121-4. Epub 2018 Feb 14.

PMID: 29445867; PMCID: PMC6404655.

ID Section Of Rec Evidence Details Comment
Document Number | (eyample) (Maximum 150 Words)
022 Chapter 4 4.7.3 Van Doren J, Arns M, Heinrich H, Vollebregt MA, | This systematic review and meta-analysis addresses the sustainability of

neurofeedback and control treatment effects by considering randomized controlled
studies that conducted follow-up (FU; 2-12 months) assessments among children
with ADHD. Within-group NF effects on inattention were of medium effect size (ES)
(SMD = 0.64) at post-treatment and increased to a large ES (SMD = 0.80) at FU.
Regarding hyperactivity/impulsivity, NF ES were medium at post-treatment (SMD =
0.50) and FU (SMD = 0.61. Active treatments (mainly methylphenidate), had large ES
for inattention (post: SMD = 1.08; FU: SMD = 1.06) and medium ES for
hyperactivity/impulsivity (post: SMD = 0.74; FU: SMD = 0.67). Between-group
analyses revealed an advantage of NF over non-active controls [inattention (post:
SMD = 0.38; FU: SMD = 0.57); hyperactivity-impulsivity (post: SMD = 0.25; FU: SMD =
0.39)]. Compared to non-active control, NF appears to have more durable treatment
effects, for at least 6 months following treatment.
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“Slow cortical potential versus live Z-score
neurofeedback in children and adolescents with
ADHD: A multi-arm pragmatic randomized
controlled trial with active and passive
comparators.” Research on Child and
Adolescent Psychopathology, 50(4), 447-462.

022 Chapter 4 4.7.3 Lee, E.J.; Jung, C.H. (2017). “Additive effects of | 2017 RCT in neurofeedback not included in NICE or current guidelines and should be
neurofeedback on the treatment of ADHD: A included in the narrative review. This paper showed that when NF + medication is
randomized controlled study.” Asian J. compared to medication alone in children with ADHD, there are added benefits with
Psychiatr. 25, 16-21 the effect size improving from small/moderate for medication to large for NF +

medication. This was evident on ADHD symptoms ratings by parents as well as
formal tests of attention.

022 Chapter 4 4.7.3 Rezaei, M.; Kamarzard, T.S.; Razavi, M.N. 2018 RCT in neurofeedback not included in NICE or current guidelines and should be
(2018). “The effects of neurofeedback, yoga included in the narrative review. It compares NF to yoga to a waitlist control & find
interventions on memory and cognitive activity | “Significant improvements in sustain attention and memory were observed over time
in children with attention deficit/hyperactivity in both Yoga and NFB compared to control group.”
disorder: A randomized controlled trial.” Ann.

Appl. Sport Sci. 6, 17-27.

022 Chapter 4 4.7.3 Sudnawa, K.K.; Chirdkiatgumchai, V.; 2018 RCT in neurofeedback not included in NICE or current guidelines and should be
Ruangdaraganon, N.; Khongkhatithum, C.; included in the narrative review. This study compares neurofeedback to medication in
Udomsubpayakul, U.; Jirayucharoensak, S.; children with ADHD. They found good effects for NF compared to medication with
Israsena, P. (2018). “Effectiveness of parent ratings showing similar benefits for measures on inattention, but medication
neurofeedback versus medication for attention- | showing better benefits for teacher’s ratings in regards to hyperactivity. The found
deficit/hyperactivity disorder.” Pediatr. Int. 60, | overall,“ MPH had a large ES (Cohen's d, 1.30—1.69), while NF had a
828-834. moderate ES (Cohen’s d, 0.49—-0.68) for treatment of ADHD symptoms.” They

conclude “This study supports NF as a promising alternative treatment for ADHD in
children who do not respond or experience significant adverse effects to ADHD
medications”

022 Chapter 4 4.7.3 Hasslinger, J., Bolte, S., & Jonsson, U. (2022). This study compared 2 different types of neurofeedback to working memory training

and TAU. They found that Slow cortical potential neurofeedback was better than TAU
on parent and teacher measures of inattention and metacognition, but was equal to
the benefit of working memory training. They found that after 6 months good benefits
were maintained for metacognition. Live Z-score neurofeedback training had
significant benefits over TAU on overall parent and teacher ADHD ratings, as well as
parent ratings of metacognition. Teachers ratings for inattention, hyperactivity and
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doi:http://dx.doi.org/10.1007/s10802-021-
00858-1

total showed improvements after 6 months. Working memory training also showed
significant improvements compared to TAU for teacher ratings for inattention and
hyperactivity, as well as parent and teacher ratings for metacognition. These also
maintained after 6 months. This should be added to the narrative review for
neurofeedback.

Pradhan D. (2019) “Perspectives on Type Il
Statistical Errors: Exaggerating the Effects of
Placebo in Neurofeedback. Neuroregulation.”
Vol 6 (1).

DOI: https.//doi.org/10.15540/nr.6.1.38

Pigott, H. E., Cannon, R., & Trullinger, M. (2021).
“The Fallacy of Sham-Controlled Neurofeedback
Trials: A Reply to Thibault and Colleagues
(2018).” Journal of attention disorders, 25(3),

022 Chapter 4 4.7.3 Barth, B., Mayer-Carius, K., Strehl, U., Wyckoff, New evidence (Barth, 2021) suggests that some adults with ADHD learn to regulate
S.N., Haeussinger, F.B., Fallgatter, A.J., & Ehlis, | their brain activity (in this case Slow Cortical Potentials amplitudes and prefrontal
A. (2021).” A randomized-controlled hemodynamic activity during NF) and some don't. This finding highlights the specific
neurofeedback trial in adult attention- effects of neurofeedback in addition to non-specific effects of NF when learning
deficit/hyperactivity disorder.” Scientific occurs and indicates methodological issues if the specific effect is not taken into
Reports, 11. account.

022 Chapter 4.7.3 Arns M, Clark CR, Trullinger M, deBeus R, Mack | This quantitative review is based on the APA guidelines for rating 'well-established'
M, Aniftos M.(2020). “Neurofeedback and treatments and focused on efficacy and effectiveness using effect-sizes (ES) and
Attention-Deficit/Hyperactivity-Disorder (ADHD) | remission, with a focus on long-term effects. Efficacy and effectiveness are
in Children: Rating the Evidence and Proposed | compared to medication and behaviour therapy using benchmark studies. Only recent
Guidelines.” Appl Psychophysiol Biofeedback. systematic reviews and meta-analyses, and multi-centre randomized controlled trials
45(2):39-48. doi: 10.1007/s10484-020-09455-2. | (RCT's) were included. This study is also exploring cost benefit and feasibility of
PMID: 32206963, PMCID: PMC7250955. neurofeedback for the treatment of ADHD.

022 Chapter 47.3 Trullinger M., Novian A., Russell-Chapin L., & These papers are recommended when evaluating the efficacy of

electroencephalography neurofeedback (EEG-nf) vs sham (placebo). Trullinger et al,
2019 describe several critical flaws in the analysis of active vs sham placebo studies,
including the existence of non-inert shams, the false no-effect, and placebo as an ad
hoc explanation.

Pigott et al, 2017 and Pigott et al, 2021 discuss serious methodological flaws in using
electroencephalographic (EEG) training method based on automated 15 s reset
that violates the established science of operant conditioning.
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448-457.
https.//doi.org/10.1177/1087054718790802.

Pigott HE, Trullinger M, Harbin H, Cammack J,
Harbin F, Cannon R. (2017). “Confusion
regarding operant conditioning of the EEG.”
Lancet Psychiatry. 4(12):897. doi:
10.1016/52215-0366(17)30436-4. PMID:
29179924.

ID: 023; The Royal Australian College of General Practitioners

General feedback

ID

Feedback

023

Role of general practice

General practitioners (GPs) are the first point of contact and provide care for patients of all ages, genders, and cultures across all disease categories through all
stages of life. 85% of the population see a GP at least once a year.1 This holistic, patient-centred, and relationship-based approach places GPs in an excellent
position to aid in the diagnosis and management of patients with ADHD, and connect patients and their families with other specialists and support as
necessary.2

The long waiting times for people diagnosed, or with a suspected diagnosis, to be seen by a paediatrician or psychiatrist point to a significant need for GPs to be
better supported to play a greater role in this area. The development of this guideline is a welcome and essential step to enable that to happen.

In addition to evidence-based guidance, there is a need for GPs to be able to access appropriate education and training. Regulatory barriers also need to be
addressed as there are limitations in different states and territories regarding stimulant prescribing. Shared care arrangements should also be supported, in the
form of clinical protocols and funding systems, so GPs can access timely assistance from paediatricians and psychiatrists to support diagnosis and
management and mitigate risk of both over and under treatment.

General feedback

The majority of recommendations provided in this guideline are consensus recommendations or clinical practice points that are not supported by strong
evidence. The RACGP recommends the evidence-based recommendations be more clearly highlighted.
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The asterisks used to denote the GRADE strength of the recommendation makes the summary table difficult to follow. Since there are few recommendations
that have a GRADE strength, the RACGP recommends stating the strength in words.

It would be helpful to highlight links to assessment tools that would be useful to clinicians, as well as links to prescribing information about the recommended
medications (for example to the NPS MedicineWise or the Australian Medicines Handbook monographs).

References
1. Royal Australian College of General Practitioners. General Practice: Health of the Nation. East Melbourne: RACGP; 2021.
2. Royal Australian College of General Practitioners. The Vision for general practice and a sustainable healthcare system. East Melbourne: RACGP; 2019.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Recommendation | Comment
Technical Document) Document Number | Number (Maximum 150 Words)

023 | Guideline document Chapter 4 104 4.3 Cognitive behaviour therapy (CBT) is a key non-pharmacological therapy that has
been shown to benefit ADHD patients. There are other promising non-pharmacological
therapies that currently do not have a robust evidence base. Hopefully this guideline
will encourage research investment into these areas.

023 | Guideline document Chapter 5 130 5.2.1 As this age range is a common presentation period in general practice, including
guidance for GPs on management options in addition to that for medication choice
would be useful. This is especially important for GPs in rural and remote area where
access to other specialists is limited.

023 | Guideline document Chapter 6 145 6.1 Access to diagnosis and treatment is poor in custodial populations and made worse

by concerns over diversion of medications prescribed for ADHD to substance misuse.
Use of long-acting formulations of stimulants, eg Concerta, Ritalin, LA and Vyvanse
reduce the risks of diversion significantly. This could be addressed under section
5.9.1 as part of the medication review/progress review to mitigate any concerns.
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ID: 024; Prof. Edward Ogden PSM, Addiction Medicine

Feedback On Recommendations

ID

Document (Guideline Or
Technical Document)

Section Of
Document

Page Number

Rec
Number

Comment (Maximum 150 Words)

024

Guideline

Summary

25 and 131

5.4.1

Lisdexamfetamine is very soluble in water and provides a simple way to titrate dose. This
is particularly relevant in populations who may misuse dexamfetamine tablets. See
recommendations 5.6.4 and 5.6.5

024

Guideline

Summary

30

There needs to be a section dealing with people who have been using other drugs
(medications) to self-treat ADHD, e.g. low dose methylamphetamine users or heavy
cannabis smokers

024

Guideline

Summary

157

7.3.1

Strongly supported but the reach should be wider to include teacher training, allied
health and medical students for example

***Special need to train addiction specialists***

***Special need to train Addiction Psychiatrists***

024

Guideline

Summary

32

7.3

A special group to single out for education are Addiction Physicians and Addiction
Psychiatrists who are in prime position to recognise and care for the substance using
subgroup

024

Guideline

Chapter 6

144 -

6.1.1 -

There is a major omission throughout the guidelines in dealing with ADHD in the setting
of Substance Use Disorder.

40% of patients seeking help for substance use disorders have ADHD/ Where are the
guidelines for this group? Substance use/addiction is mentioned in screening,
comorbidity and worries about treatment bur no guidance about ow to approach this
group who benefit instantly from diagnosis and treatment.

All the recommendations 6.1.1 to 6.1.7 apply to substance use disorders - to a large
extent the populations overlap.
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024 | Guideline Chapter 8 159 8.1.1- There is a need to investigate clinical options in adults — are the doses subsidised
appropriate? What are the best combinations? How best to intervene in
methamphetamine abuse or cannabis induced psychosis when the underlying problem is
ADHD. St Vincent's Sydney are trialling lisdexamfetamine to 250 mg/day for ICE users.

024 | Guideline Chapter 8 159 8.1.1- 1.  What proportion of Adult ADHD Patients achieve remission of the ADHD syndrome

with a dose of medication equal to or below the manufacturer maximum dose
recommendation,

What side effect free medication doses are required to achieve syndrome remission,

What proportion of patients do not achieve remission with the maximum side effect
free dose of a medication.

Half a million Australians over 65 are predicted to have ADHD or ADHD symptoms
likely to benefit from stimulant medication this can translate into longer years of
productivity, less reliance on mental health care, improved physical health, saving to
the economy.

Anecdotally we have many records of medication being positively life changing.

Do the anticholinergics that are prescribed for dementia help older people with
ADHD
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ID: 025; Catherine Rothsey, Store Assistant

General feedback

ID

Feedback

025

Professionals: ensure they only deliver care to people with ADHD when they have the competence to do so.

Relating to the above noted statement and based on the assumption that competence refers to status beyond that of qualification in psychiatry and
registration, should there not be a definition of ‘competence’ as it relates ADHD generally, if not specifically competence associated to the life stage of the
person in care.

2.1.1 observer reports and assessment of the person’s symptoms and mental state

2.1.4 Observations from more than one setting and reporter (e.g., a teacher at school for children) should be used to confirm if symptoms, function, and
participation difficulties occur in more than one setting.

Relating to points 2.1.1 and 2.1.4 noted above, the age of an adult as it relates to requirement of observation reports from family members should be taken into
consideration. The possibility of age related or undiagnosed ADHD and/or co-occurring disorders with associated stigma obscuring recall or accuracy of
reporting is a real possibility, with probability increasing in line with the age of person under assessment. This guideline item requires provision of alternatives
or direction for practitioners not competent and experienced with ADHD in adults to refer to as suitably experienced person to avoid the diagnostic process
from being impeded by either a lack of individual practitioner skill or textbook adherence to the guidelines, both of which occur in current practices and present
a barrier to diagnosis and treatment for long term adult sufferers.

ID: 026; VAADHDIG Victorian Adult ADHD Interest Group

General feedback

ID

Feedback

026

Firstly, congratulations and thanks from the multidisciplinary clinicians of VAADHDIG to the Guideline Committee for your thousands of hours of volunteer
work on this endeavour.

We have comments on the various ways that this Guideline will be used. The paucity of peer-reviewed published research into the serious consequences of
untreated ADHD in adults dictates that many of the issues which are known to us as clinicians working with adults with ADHD would not meet criteria for
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inclusion in NHMRC Guidelines. However we note that many of the recommendations are based on clinician and/or consumer expertise. We support the focus
of the guidelines being partially aspirational.

We therefore offer our recommendations for the good of the adults who live with ADHD and encourage further research to be done which we have confidence
will validate our clinical and/or lived experience observations.

We strongly caution the Guideline Committee to consider the medical-legal impact of wording of Guidelines. In a climate of ignorance, stigma and
misunderstanding about ADHD treatment, medical practitioners prescribing psychostimulant medication for ADHD are at risk of notification to Medical Boards.
Regarding clinical treatments, the word “should” may be used to prosecute doctors. “Should consider” is a defensible and therefore acceptable alternative
wording.

We would like to offer our expertise in whatever way may be useful to ensure that the implementation of these Guidelines has measurable and direct benefits
to those living with ADHD.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Number Comment (Maximum 150 Words)
Technical Document) Document Number
026 GD Ch 1 Identification 12 1.1.1 expand comorbidities Adults with Bipolar Affective Disorder, Gambling Disorder,
1.1 High risk groups Binge Eating Disorder
026 GD Ch 1 Identification 12 1.2.1 Screen high risk Universal screening for attention difficulties is needed in
students in schools schools, just as children are screened for vision and hearing.

1.2 Screening &

identification Don't hamper the Guidelines’ aspirational aspects due to

screens not yet being available to differentiate ADHD from
anxiety, trauma, learning difficulties etc. Include universal
screening to identify those children who are struggling or
whose school reports have red flags (eg “needs to improve
concentration, try harder, be more organised, not meeting
potential”) and then design pathways for “non-specific
concerns requiring monitoring and support”. A subset of
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these children may need ADHD screening. Unless the
problem is measured, it will not be addressed.

interventions

026 GD Ch 1 Identification 12 Add 1.2.4 Screen high risk Screening of at-risk-of-failure students in tertiary institutions
1.2 Screening & students at Tertiary would enable early identification of adults whose ADHD may
identification institutions have previously been masked or compensated by scaffolding

structures of parents and school, and who may experience
impairment of function.

026 GD Ch 2 Diagnosis & 13 2.2.1 expand mental and Mental health disorders including Drug-induced-psychosis,
Assessment behavioural comorbidities Binge Eating Disorder, Behavioural addictions including

gambling and internet addiction

026 GD Ch2 13 2.2.2 expand medical Include celiac disease and other gut malabsorption
Diagnosis & comorbidities syndromes
Assessment

026 GD Ch4 18 4.1.1 expand lifestyle Develop and maintain a healthy diet and hydration
4.1 Non-Pharm modifications
interventions
4.1 Lifestyle

026 GD Ch 4 Non-Pharm 18 4.2.3 expand parent support Parent/family training should include particular strategies if
interventions parent(s) also has diagnosis of ADHD
4.2 Young Children

026 GD Ch 4 Non-Pharm 20 4.3.4 expand parent support Parent/family training to include ...information about
interventions substance use disorder in adolescents
4.3 5-17yo

026 GD Ch 4 Non-Pharm 20 4.3.4 expand parent support Parent/family training should include particular strategies if

parent(s) also has diagnosis of ADHD
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026

GD

Ch 4 Non-Pharm
interventions

4.4.5 ADHD Coaches

12

4.4.5 expand treatment team

ADHD Coaches should be considered as part of the
treatment plan for adults with ADHD

Mental Heath Nurses with ADHD training should be
considered as part of the treatment plan for adults
with ADHD and mental health, physical and/or
addiction comorbidities

Psychologists with ADHD training should be
considered as part of the treatment plan for adults
with ADHD and mental health, physical and/or
addiction comorbidities

Social workers with ADHD training should be
considered as part of the treatment plan for adults
with ADHD

Occupational therapists with ADHD training should
be considered as part of the treatment plan for
adults with ADHD

Addiction counsellors with ADHD training should be
considered as part of the treatment plan for adults
with ADHD, particularly those consumers with
addiction comorbidities

026

GD

Ch 5:
Pharmacological
Interventions

22

5.1.1 Add item about
medication interactions

Add 4" bullet point

Take account of pharmacodynamic interactions with
other prescribed medication, eg with sedating
effects which may require higher dose of ADHD
meds to achieve therapeutic effect
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026

GD

Ch 5:
Pharmacological
Interventions

5.3 Meds choice
6-17 years

25

5.3.2 Delete limitations on
early prescription of LDX

Recommend delete the 6 weeks limitation on initiation of
LDX.

This is in conflict with 5.6.6 (p27 — reasons for offering
modified-release once-daily preparations eg convenience,
not waiting six weeks if early use of short acting is
therapeutic)

What is the evidence for the magic time of six weeks?

Dex contains gluten and is contraindicated in coeliac disease
and may cause harm in gluten-intolerant patients.

Some adults prefer to test with Dex first then start LDX with
or without Dex before 6 weeks

Adults with comorbid SUD should not be given short-acting
Dex initially, however LDX has been demonstrated to be
effective in this population

Incarcerated Adults should not be prescribed short-acting
Dex, however LDX has been demonstrated to be effective in
this population

026

GD

Ch 5:
Pharmacological
Interventions

5.4 meds choice
Adults

25

5.4.2 Delete limitations on
early prescription of LDX

Recommend delete the 6 weeks limitation on initiation of
LDX.

This is in conflict with 5.6.6 (p27 — reasons for offering
modified-release once-daily preparations eg convenience,
not waiting six weeks if early use of short acting is
therapeutic)

What is the evidence for the magic time of six weeks?

Dex contains gluten and is contraindicated in coeliac disease
and may cause harm in gluten-intolerant patients.

Some adults prefer to test with Dex first then start LDX with
or without Dex before 6 weeks
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Adults with comorbid SUD should not be given short-acting
Dex initially, however LDX has been demonstrated to be
effective in this population

Incarcerated Adults should not be prescribed short-acting
Dex, however LDX has been demonstrated to be effective in
this population

Hundreds of adult patients would disagree with this
recommendation.

If data is needed, VAADHDIG will organise a survey of private
psychiatry patients and Consumer Support Groups will
organise a survey of their memberships which should
provide data from hundreds of adults who disagree with this
limitation to their choice of treatment.

026

GD

Ch 5:
Pharmacological
Interventions

5.5 further
medication choices

26

5.56.1 MEDICOLEGAL ALERT

A second opinion or peer review should be obtained if ADHD
symptoms are unresponsive to stimulants and one non-
stimulant.

1. Please amend “should be obtained” to “should be
considered”. Otherwise a medical practitioner who does
not obtain second opinion or peer review may be unable
to defend a complaint.

2. The Adult psychiatrists treat patients who can not afford
non-stimulants (no PBS Subsidy for Retrospective
diagnosis) so this clinical pathway doesn't cover many of
our patients.

We suggest replace entire sentence with “A second
opinion or peer review should be considered if ADHD
symptoms are unresponsive to standard treatment”
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026 GD Ch 5: 26 5.5.2 other useful meds Add agomelatine, aripiprazole, armodafinil, desvenlafaxine,
Pharmacological lamotrigine, memantine to list of bupropion, clonidine,
Interventions modafinil, reboxetine, venlafaxine.
5.5 further
medication choices
026 GD Ch 5: 26 5.6.2 MEDICOLEGAL ALERT This recommendation needs significant reworking.
Pharmac.ological Neec.is overhaul. (.)Iinically e What about Comorbid ADHD and Drug-induced
Interventions negligent to restrict treatment Psychosis - is the person with ADHD never to use a
5.6 Factors options. Medico-legally stimulant again? The International Guidelines on
influencing meds dangerous for clinicians ADHD and Substance Use Disorder state for Adults
choices wor.kmg su.ccessfully with (2018) and Adolescents (2020) that treating the
Patients with these ADHD does not worsen the SUD. Banning stimulants
comorbidities may increase risk of SUD and downward spiral.
e What about patients with Comorbid ADHD and
Bipolar disorder, stabilised on a Stimulant and an
episode of Hypomania develops in context of
Stressors, insomnia, or medication non-compliance?
Is the person never to use stimulants again?

If the Guidelines imply that Stimulants are not to be used
after a single manic or acute psychotic episode, then using
these could be medicolegally fraught.

Please re-word this as “ consider pros and cons of
reinstituting stimulant. If reintroducing stimulant, take extra
precautions of monitoring or possibly provide an inpatient
setting”.

026 GD Ch 5: 26 5.6.3 amend to include BMI Clinicians should consider the impact of appetite

Pharmacological
Interventions

suppression from stimulant treatment when people have a
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5.6 Factors
influencing meds
choices

co-occurring eating disorder or other medical disorders
contributing to weight loss.

Suggest including “BMI should be recorded for every patient
prescribed stimulant medication. BMI less than 19 should
raise clinical alert.

Patient subgroups

6.1 people in the

correctional system

(should this be
Justice System?)

Magistrates

026 GD Ch5: 27 Add new 5.6.8 Due to individual pharmacokinetic and pharmacodynamic
Pharmacological Lift economically motivated factors, some adults may require two doses of “once-daily”
Interventions PBS restriction on long-acting modified release preparations
5.6 Factors stimulants
influencing meds
choices
026 GD Ch 5: 27 Add new 5.6.9 Manufacturer's recommended ranges of dose of stimulant
Pharmacological medications are currently capped at the top paediatric
Interventions doses. Due to individual pharmacokinetic and
5.6 Factors pharmacodynamic factors, some children and many adults
influencing meds may require higher doses than the top paediatric doses.
choices Evidence from published Australian data (A. Poulton & R
Paterson); clinical experience of Australian psychiatrists and
paediatricians; and recommended in International
Consensus statements on ADHD and SUD (Substance use
disorder)
026 GD Ché 30 6.1.2 Add Police and Custodial staff should receive ADHD awareness training

Police should receive ADHD awareness training

Magistrates should receive ADHD awareness training
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subgroup — Suicidal
or Self-harming

026 GD Ché 31 Add new category 6.3 People in Addiction Services or with Substance Use
Patient Subgroups Addiction services Disorders (SUD) in Medical and Mental Health Settings have
a high prevalence of ADHD
6.3 Add new
Subgroup -
Addiction services
026 GD Ché 31 6.3.1 “Screen all people with ADHD for SUD and all people with
Patient Subgroups Addiction services SUD for ADHD” — International Consensus statements on
_ ADHD+SUD
6.3 Add new Screening
Subgroup -
Addiction services
026 GD Ch6 31 6.1.2 All clinicians in addiction services should receive ADHD
Patient Subgroups Addiction services awareness training
6.3 Add new Clinician Training
Subgroup -
Addiction services
026 GD Ché 31 6.3.3 Treatment in addiction service settings should include
Patient Subgroups Addiction services appropriate pharmacological and non-pharmacological
6.3 Add Treat ¢ approaches, equivalent to the treatment available in the
. new reatmen . .
community. ADHD and SUD should be treated in parallel
Subgroup - .
o . where possible
Addiction services
026 GD Ch 6 patient 31 Add new category People who are treated by services interacting with people
subgroups 6.4 who are Suicidal or self-harming have a high prevalence of
6.4 Add new ADHD

Suicidal or self-harming
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026 GD Ch 6 patient 31 6.4.1 People who are treated for suicidal ideation or self-harm and
subgroups Suicidal or self-harming who display clinical indications of possible ADHD should be
6.4 Add new Screening screened for ADHD
subgroup — Suicidal
or Self-harming

026 GD Ch 6 patient 31 6.4.2 All clinicians who treat people with suicidal ideation or self-
subgroups Suicidal or self-harming harm should receive ADHD awareness training
6.4 Add new Clinician Training
subgroup — Suicidal
or Self-harming

026 GD Ch 6 patient 31 Add new category People who present to Emergency Departments have a high
subgroups 6.5 prevalence of ADHD. In particular presentations for
6.5 Add new E b ) ¢ accidents, assaults, motor vehicle accidents, Substance Use

: mergency Departmen . o -
b - _ gency Lep Disorder, Domestic Violence, Suicide attempts or self-harm

subgroup Patients
Emergency
Department Patients

026 GD Ch 6 patient 31 6.5.1 Emergency Department patients who display clinical
subgroups Emergency Department indications of possible ADHD should be screened for ADHD.
6.5 Add new Screening
subgroup —
Emergency
Department Patients

026 GD Ch 6 patient 31 6.5.2 All Emergency Department clinicians should receive ADHD
subgroups Emergency Department awareness training
6.5 Add new Clinician Training
subgroup —
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Emergency
Department Patients
026 GD Ch 6 patient 31 Add new category People who seek treatment for gambling problems have a
subgroups 6.5 high prevalence of ADHD.
6.6 Add new Gamblers seeking treatment
subgroup —
Gamblers seeking
treatment
026 GD Ch 6 patient P 31 6.5.1 All people seeking treatment for gambling problems who
subgroups Gamblers seeking treatment display clinical indications of possible ADHD should be
6.5 Add new Screening screened for ADHD.
subgroup —
Gamblers seeking
treatment
026 GD Ch 6 patient 31 6.5.2 All clinicians who treat people with gambling problems
subgroups Gamblers seeking treatment should receive ADHD awareness training
6.5 Add new Clinician Training
subgroup —
Gamblers seeking
treatment
026 GD Ch 6 patient 31 Add new category People who seek treatment for PTSD have a high prevalence
subgroups 6.7 of ADHD.
6.7 Add new patients with PTSD
subgroup — patients
with PTSD
026 GD Ch 6 patient 31 6.7.1 All people seeking treatment for PTSD who display clinical
subgroups patients with PTSD indications of possible ADHD should be screened for ADHD.
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6.7 Add new
subgroup — patients
with PTSD

026 GD Ch 6 patient 31 6.7.2 All clinicians who treat people with PTSD should receive
subgroups patients with PTSD ADHD awareness training
6.7 Add new Clinician Training
subgroup — patients
with PTSD

026 GD Ch 6 patient Add new category Pregnant patients who have ADHD require special
subgroups 6.8 Pregnant patients who consideration regarding medications in pregnancy.
6.8 Pregnant have ADHD
patients who have
ADHD

026 GD Ch 7 Service & 31 Stimulant meds Laws and Laws and regulations for stimulant prescribing and shared
Policy Regs care should be uniform between the states and territories in
7.1 National 7.1.2 becomes 7.1.2.1 Australia
Services
7.1.2 Stimulant
meds Laws and
Regs

026 GD Ch 7 Service & 31 Add new 7.1.2.2 A working party of Representatives from all state and
Policy Establish territory medication regulatory units, and Royal Colleges of
71 National Regulator/Clinician/Consumer Psychiatrists, Physicians (including Paediatricians and
Services Working Party Addiction Specialists) and General Practitioners, plus

Consumers should be convened to address 7.1.2.1 above
(Laws and regulations for stimulant prescribing and shared
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7.1.2 Stimulant care should be uniform between the states and territories in
meds Laws and Australia)
Regs

026 GD Ch 7 Service & 31 Add new 7.1.2.3 Current capped doses for adults of top paediatric doses,
Policy Mandatory Second above which a second psychiatric opinion is required in
71 National Psychiatrist or Addiction some States is without clinical evidence.
Services Specialist opinion for Permit Due to individual pharmacokinetic and pharmacodynamic
7 1.2 Stimulant factors, some children and many adults may require higher
meds Laws and doses than the top paediatric doses. Evidence from
Regs published Australian data (A. Poulton & R Paterson) and

clinical experience of Australian psychiatrists and
paediatricians.

There is safety data for Lisdexamfetamine to 250mg.

International Consensus Statements on treatment of adults
(2018) or adolescents (2020) with ADHD and comorbid
Substance Use Disorder recommends that high doses may
be required for optimal therapeutic effect.

This mandatory requirement places an onerous burden on
patients with cost of psychiatrist review. Given that most
psychiatrists with experience with complex ADHD and
Comorbidities have long waiting lists or are not accepting
new patients, a psychiatrist review may not be obtained
without risk of interruption to treatment, and subsequent risk
of functional deterioration or of relapse of substance use
disorder.

026 GD Ch 7 Service & 31 Add new 7.1.2.4 Laws and regulations for stimulant prescribing should
Policy provide for Trained and Accredited General Practitioners to

be granted similar prescribing rights as Specialist Medical

Expand types of accredited
stimulant prescribers —
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7.1 National
Services
7.1.2 Stimulant

meds Laws and
Regs

appropriated trained and with
Credentialed GP's

Practitioners, with Credentialling to include appropriate
training, examination and ongoing support process — similar
to Opiate Prescribing Arrangements

The Trilayer Model of GP training in ADHD should be
adopted.

e All GP's should have access to ADHD Awareness
training.

e Some GP's may elect to complete specific ADHD
training in order to co-manage ADHD patients with
psychiatrists and have access to Medicare mental
health item numbers for ADHD and Comorbidities
assessment (prior to Psychiatrist review) and then
ADHD management (including prescribing with
Psychiatrist support).

e Some of these Specialist ADHD GP's may elect to do
further training, examination and ongoing
professional development to be Credentialled to
initiate and prescribe ADHD medications without
patient seeing Psychiatrist or Paediatrician.

Policy

026 GD Ch 7 Service & 31 Add new 7.1.2.5 Laws and regulations for stimulant prescribing should
Policy Expand types of accredited provide for Trained and Accredited Addiction Specialists to
71 National stimulant prescribers — be granted similar prescribing rights as Specialist Medical
Services Credentialled Addiction Practitioners, with Credentialling to include appropriate

Al training, examination and ongoing support process - similar
7.1.2 Stimulant Specialists N . going stipport P
to Opiate Prescribing Arrangements

meds Laws and
Regs

026 GD Ch 7 Service & 32 Amend 7.1.5 Policies of Primary care and Public mental health services

regarding patients with ADHD
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7.1 National
Services

Expand 7.1.5
Primary care and
Public mental health
services

026

Ch 7 Service &
Policy

7.1 National
Services

Expand 7.1.5
Primary care and
Public mental health
services

32

7.1.5 becomes 7.1.5.1

Primary care and Public
mental health services

Primary care and Public mental health services should be
accessible to people with ADHD.

026

Ch 7 Service &
Policy

7.1 National
Services

7.1.5 Primary care
and Public mental
health services

32

7.1.5.2

Reverse bans on services
treating people with ADHD

Organisational directives banning the screening, referral or
treatment of people with ADHD in Primary care and Public
mental health services should identified and rectified.

026

GD

Ch 7 Service &
Policy

7.1 National
Services

Add new category 7.1.7

Pharmaceutical Benefit
Scheme rules for ADHD meds

Pharmaceutical Benefit Scheme (PBS) subsidies of ADHD
meds are of concern to clinicians and consumers. Some
essential medications are not subsidised for patients whose
ADHD was not diagnosed (but was present) until after age
18. Some medications are capped at paediatric doses which
is insufficient for some adolescents and adults. Subsidy for
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Add new category
Add new category
71.7

Pharmaceutical
Benefit Scheme
rules for ADHD
meds

long acting ADHD medication is only allowed once/day when
some patients require twice/day.

Add new category
71.7

Pharmaceutical
Benefit Scheme

026 GD Ch 7 Service & Add new 7.1.7.1 Pharmaceutical Benefit rebates which discriminate between
Policy PBS Retrospective diagnosis adults who were diagnosed before or after age 18yo is
7.1 National restrictions discriminatory.
Services Denying subsidised ADHD medications (long-acting
Add new category methylphenidate, atomoxetine and guanfacine) to those
717 diagnosed after age 18yo is economically burdensome to
. patients and restricts their choice of treatment.
Pharmaceutical
Benefit Scheme Denying subsidised ADHD medications (long-acting
rules for ADHD methylphenidate, atomoxetine and guanfacine) to those
meds diagnosed after age 18yo could be demonstrated to cost the
Australian economy more due to lost productivity than the
significantly smaller cost of subsidising appropriate
medication.
026 GD Ch 7 Service & Add new 7.1.7.2 Pharmaceutical Benefit rebates which only subsidise top
Policy PBS Subsidy dosage caps paediatric doses for adults has no clinical evidence and is
71 National both economically burdensome to patients and false
Services economy to the taxpayer.
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rules for ADHD

meds

026 GD Ch 7 Service & 32 Add new 7.1.7.3 Pharmaceutical benefit tem numbers for dexamphetamine,
Policy PBS Streamline ltems lisdexamfetamine and all forms of methylphenidate should
71 National be streamlined, rather than requiring prescribers to access
Services PBS Call centre or PBS website. The current situation is

onerous, and a disincentive to prescribers accepting patients
with ADHD. The recent introduction of mandatory checking
of websites like Safescript or QScript prior to prescribing and

Add new category
7.7

Pharmaceutical
Benefit Scheme
rules for ADHD

the introduction of electronic prescriptions will prevent
irregularities of prescribing, so the time-consuming current
protocol is obsolete. ADHD meds atomoxetine and

meds guanfacine are streamlined items
026 Ch 7 Service & 32 Amend 7.1.5 Policies of Primary care and Public mental health services
Policy regarding patients with ADHD
7.1 National
Services
Expand 7.1.5

Primary care and
Public mental health

services
026 Ch 7 Service & 32 7.1.5 becomes 7.1.5.1 Primary care and Public mental health services should be
Policy Primary care and Public accessible to people with ADHD.
7.1 National mental health services
Services
Expand 7.1.5

Primary care and
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Public mental health

services

026 GD Ch 7 Service & 32 7.1.5.2 Organisational directives banning the screening, referral or
Policy Reverse bans on services treatment of people with ADHD in Primary care and Public
71 National treating people with ADHD mental health services should identified and rectified.
Services

7.1.5 Primary care
and Public mental
health services

026 GD Ch 7 Service & 32 New category 7.1.7 AHPRA and Medical Boards have in the past demonstrated
Policy AHPRA limited awareness of the manifestations and treatment of
71 National ADHD, when investigating complaints about medical

practitioners with ADHD or medical practitioners treating
ADHD. Doctors with undiagnosed ADHD, especially comorbid
Substance Use Disorder, are likely to be at risk of AHPRA

Services

New category 7.1.7

AHPRA e . . .
notification. In some cases of complaints against Medical
Practitioners who treat patients with ADHD, Medical Boards
have sought “expert evidence” from Psychiatrists or
Addiction Specialists who are not expert in the treatment of
ADHD.

026 GD Ch 7 Service & 32 New category 7.1.7 .1 Relevant AHPRA and Medical Board staff should receive

Policy AHPRA — staff awareness ADHD awareness training

7.1 National

Services

New category 7.1.7
AHPRA
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Policy

7.3 Professional
Training

- include Nurses and specify
Medical Schools and Medical
Specialist Colleges

- include police and
correctional system

026 GD Ch 7 Service & 32 New category 7.1.7 Medical practitioners against whom complaints are made
Policy AHPRA - identify impaired and who are referred by a Medical Board for psychiatric or
71 National medical practitioners with addiction assessment should be screened for ADHD.
Services undiagnosed ADHD
New category 7.1.7
AHPRA

026 GD Ch 7 Service & 32 New category 7.1.7 Complaints against medical practitioners regarding
Policy AHPRA — assess by ADHD treatment of patients with ADHD should be investigated by
71 National experts Medical Boards with the assistance of acknowledged
Services sexperts in ADHD and comorbidities.
New category 7.1.7
AHPRA

026 GD Ch 7 Service & 32 7.2 Specify that tertiary Tertiary institutions should be included in “educational
Policy Institutions are included in settings” as these are especially significant in the trajectory
72 Education educational settings of people whose ADHD has been scaffolded or masked in
Settings primary or secondary settings but their ADHD may manifest

academic failure in tertiary educational settings.
026 GD Ch 7 Service & 32 7.3.1 Training Curriculums Information about ADHD and its treatment should be

included in the curriculums of
mental health/developmental disorder training for
e educators,

¢ clinicians (undergraduate and specialist medical,
nursing, allied health professionals). This includes
curriculums of all Medical schools and Specialist
Colleges including RANZCP (Adult Psychiatrists, Child &
Adolescent Psychiatrists, Psychiatrists of Old Age,
Forensic Psychiatrists and Addiction Psychiatrists),
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RACGP (Paediatricians, Addiction Specialists,
Emergency Physicians & Geriatricians) and RACGP.

e police and justice system professionals.

026 Ch 7 Service & 32 Add new 7.3.5 Upskilling and | ADHD is not just a mental health issue but a public health
Policy Training specialist General issue and the requirement that initiation of stimulant

7 3 Professional Practitioners medication must by a Paediatrician or Psychiatrist is
Training creating a public health crisis. If a patient with diabetes
needed to wait 6 months to see an endocrinologist in order
to be prescribed insulin, there would be an outcry. Yet this is
the situation for the biological disorder ADHD. GP’s would be
a major part of rectifying the crisis. The Trilayer Model of GP

training in ADHD should be adopted.

¢ All GP's should have access to ADHD Awareness
training.

e Some GP's may elect to complete specific ADHD
training in order to co-manage ADHD patients with
psychiatrists and have access to Medicare mental
health item numbers for ADHD and Comorbidities
assessment (prior to Psychiatrist review) and then
ADHD management (including prescribing with
Psychiatrist support).

e Some of these Specialist ADHD GP’s may elect to do
further training, examination and ongoing professional
development to be Credentialled to initiate and
prescribe ADHD medications without patient seeing
Psychiatrist or Paediatrician.

026 Ch 7 Service & 32 Add new 7.3.6 Upskilling Specialist mental health clinicians (such as Mental health
Policy Registered Clinicians nurses, Psychologists, Mental Health Social workers, Mental
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7.3 Professional Health Occupational therapists, Addiction counsellors)
Training should be supported to increase their skills in identifying,
diagnosing, and treating people with ADHD.

026 Ch 7 Service & 32 Add new 7.3.6 ADHD Coach Australian ADHD Coach Training, Credentialing, Career
Policy training Pathways and when appropriate, Medicare Rebates and
7 3 Professional NDIS funding should be developed
Training

026 Ch 8 Research 33 Add new 8.1.3 failure-to-treat | Research should consider the human and economic cost of

research failure to treat ADHD

Feedback On Evidence

ID

Section Of
Document

Rec
Number

Evidence Details (example)

Comment (Maximum 150 Words)

026

Young J T et al “Comorbid attention deficit hyperactivity disorder and
substance use disorder complexity and chronicity in treatment-
seeking adults” Drug and Alcohol Review, 2015, 34(6): 683—693

Assessment of attention-deficit hyperactivity disorder in people with
substance use disorder: Another case of what gets measured gets
done, Jesse T Young, Mark A Bellgrove and Shalini

Arunogir, Australian & New Zealand Journal of Psychiatry. April 2021.

International Consensus Statement on Screening, Diagnosis and
Treatment of Substance Use Disorder Patients with Comorbid

Attention Deficit/Hyperactivity Disorder, Crunelle CL, van den Brink W,

Mogai F, Konstenius M, Franck J, Levin FR, van de Glind G,
Demetrovics Z, Coetzee C, Luderer M, Schellekens A, ICASA
consensus group, Matthys F, Eur Addict Res. 2018;24(1):43-51

40 % of Australian adults with substance use disorder
seeking treatment may have ADHD
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International Consensus Statement for the Screening, Diagnosis, and
Treatment of Adolescents with Concurrent Attention-
Deficit/Hyperactivity Disorder and Substance Use Disorder, Ozgen H.
- Spijkerman R. - Noack M. - Holtmann M. - Schellekens A.S.A. - van de

Glind G. - Banaschewski T. - Barta C. - Begeman A. - Casas M. -
Crunelle C.L. - Daigre Blanco C. - Dalsgaard S. - Demetrovics Z. - den
Boer J. - Dom G. - Eapen V. - Faraone S.V. - Franck J. - Gonzalez R.A. -
Grau-Lopez L. - Groenman A.P. - Hemphala M. - Icick R. - Johnson B. -
Kaess M. - Kapitany-Févény M. - Kasinathan J.G. - Kaye S.S. - Kiefer F.
- Konstenius M. - levin F.R. - Luderer M. - Martinotti G. - Matthys F.I.A.
- Meszaros G. - Moggi F. - Munasur-Naidoo A.P. - Post M. - Rabinovitz
S. - Ramos-Quiroga J.A. - Sala R. - Shafi A. - Slobodin O. - Staal W.G. -
Thomasius R. - Truter |. - van Kernebeek M.W. - Velez-Pastrana M.C. -
Vollstadt-Klein S. - Vorspan F. - Young J.T. - Yule A. - van den Brink W.
- Hendriks V., Eur Addict Res (DOI:10.1159/000508385)

026

Premature death and suicide

Evidenced cited by Stephen V.Faraone et al “The World Federation of
ADHD International Consensus Statement: 208 Evidence-based
conclusions about the disorder”

Neuroscience & Biobehavioral Reviews Volume 128, September 2021,

Pages 789-818

A Danish study of almost two million people found ADHD is
associated with a small risk for premature death, mostly due to
accidents. When ADHD was accompanied by other psychiatric and
substance use disorder, the chances of premature death increased
(Dalsgaard et al., 2015b).

S. Dalsgaard, S.D. Ostergaard, J.F. Leckman, P.B. Mortensen, M.G.

Pedersen

Evidence for Premature Death and Suicide included in
The World Federation of ADHD International
Consensus Statement: 208 Evidence-based
conclusions about the disorder”
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Mortality in children, adolescents, and adults with attention deficit
hyperactivity disorder: a nationwide cohort study

Lancet, 385 (2015), pp. 2190-2196

115: A cohort study of more than 2.2 million Taiwanese found no
increased risk of death from natural-causes associated with ADHD. But
people with ADHD had twice the rate of suicide, twice the rate of death by
homicide, and a 30 % greater rate of death from unintentional injury (Chen
et al., 2019¢).

V.C. Chen, H.L. Chan, S.I. Wu, M. Lee, M.L. Lu, H.Y. Liang, M.E. Dewey, R. St
ewart, C.T. Lee

Attention-deficit/hyperactivity disorder and mortality risk in Taiwan

JAMA Netw. Open, 2 (2019), Article e198714

116: Using nationwide registers in Denmark, a cohort study of 2.9 million
people reported a fourfold higher rate of suicide attempts and deaths in
patients with ADHD. The risk was over tenfold in those with ADHD plus
another psychiatric diagnosis (Fitzgerald et al., 2019).

C. Fitzgerald, S. Dalsgaard, M. Nordentoft, A. Erlangsen

Suicidal behaviour among persons with attention-deficit hyperactivity
disorder

Br. J. Psychiatry (2019), pp. 1-6

117: A meta-analysis found that persons with ADHD attempted suicide at
twice the rate of typically developing people (six studies, over 65,000
persons), had over three times the rate of suicidal ideation (23 studies,
over 70,000 persons), and over six times the rate of completed suicide
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(four studies, over 130,000 persons) (Septier et al., 2019).
M. Septier, C. Stordeur, J. Zhang, R. Delorme, S. Cortese

Association between suicidal spectrum behaviors and attention-
deficit/hyperactivity disorder: a systematic review and meta-analysis

Neurosci. Biobehav. Rev., 103 (2019), pp. 109-118

118: A Taiwanese study of over 20,000 adolescents and young adults with
ADHD and over 61,000 age- and sex-matched non-ADHD individuals found
that those with ADHD were almost four times as likely to attempt suicide,
and over six times as likely to repeat suicide

attempts. Methylphenidate or atomoxetine treatment did not increase the
risk of suicide attempts or repeated suicide attempts. Long-term
methylphenidate treatment was associated with a lower risk for repeated

suicide attempts among men (Huang et al., 2018b).
K.L. Huang, H.T. Wei, JW. Hsu, Y.M. Bai, T.P. Su, C.T. Li, W.C. Lin, S.J. Tsai,
W.H. Chang, T.J. Chen, M.H. Chen

Risk of suicide attempts in adolescents and young adults with attention-
deficit hyperactivity disorder: a nationwide longitudinal study

Br. J. Psychiatry, 212 (2018), pp. 234-238

119: In a prospective cohort study of more than 2.6 million Swedes, adults
with ADHD had a small increase in premature death, mostly due to
accidents and suicide. There was no significant association for children
with ADHD (Sun et al., 2019b). S. Sun, R. Kuja-

Halkola, S.V. Faraone, B.M. D'Onofrio, S. Dalsgaard, Z. Chang, H. Larsson

Association of psychiatric comorbidity with the risk of premature death
among children and adults with attention-deficit/hyperactivity disorder

JAMA Psychiatry, 76 (2019), pp. 1141-1149
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ID: 027; Catherine Adele Price

General feedback

ID

Feedback

027

| am mostly impressed by the comprehensive assessment and review of the available literature. However, as a clinician working withing this area | noted a
lack of acknowledgement throughout the document of the emerging neurodiversity movement and understanding the impacts of an ADHD neuro-type from
the social model of disability. Though it was mentioned as part of clinical considerations of implementing non-pharmacological approaches to treatment (on

pages 99 and 105).

| also acknowledge it was attempted to address this indirectly with regards to language use and Table 12 on p. 71 was useful for illustrating the paradigm
shift to appreciating ADHD as a ‘type’ (requiring acceptance, accommodation and advocacy), rather than a ‘disorder’ to be cured.

Embedding a view that there is an evolving way of understanding the aetiology of ADHD at the heart - at some point - of clinical practice guidelines, may help
to fundamentally relieve a great deal of the distress individuals with ADHD / as an ADHD’er may experience in their lifetime. See this article for a brief intro

background: https://www.psychologytoday.com/us/blog/the-elusive-brain/202004/neurodiversity-the-movement ; see this article for an interesting view and
exploration of the impact of the neurodiversity movement on ADHD https://threetrackmind.wordpress.com/2021/03/13/semantic-battleground-clash-of-the-

neurogangs/

Some issues that were omitted or not fully addressed include:

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number Number
027 | Guideline Chapter3 - | 87-90 It might be worth highlighting the mismatch in the available literature between
Treatment identified factors that may promote positive outcomes in children with ADHD (where the
and support guidelines cited Dvorsky & Langberg (2016) to include social acceptance by peers,

positive parenting approaches, and positive self-perceptions previously in the
Background on p.63), and the ADHD-specific interventions offered as part of the clinical
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practice guidelines that mainly seem to address ADHD symptom reduction/control) —
pharmacological vs nonpharmacological. | wonder if evidence-based guidelines could
include transdiagnostic approaches in the recommendation that include interventions
designed to achieve outcomes similar to those identified by Dvorsky & Langberg (2016),
such as social acceptance by peers, positive parenting approaches, and positive self-
perceptions. This would guide families in taking a longer term / developmental
perspective to supporting their child in the moment, rather than focusing on symptom
management in the short term to aid development.

027

Guideline

Chapter 1 -
Screening
and
identification

12-77

In Australia there is a huge dilemma of the long wait time families experience between
seeking help for a child with developmental difficulties in the early developmental
period (that indicate multiple diagnostic criteria for ADHD) and the family eventually
receiving appropriate diagnostic and support services. This could be a transformative
time for families seeking understanding and support and require information at this
time. Indicators could be inclusive of broader factors — school refusal, limited peer
relationships, sensory sensitives — perhaps the evidence has not been gathered, but it
would be interesting to track retrospectively children who received ADHD diagnosis and
what early intervention services they required/received (speech, OT, SW, CP) and could
these reliably inform early screening? If children have these early developmental
difficulties -families could be informed to consider underlying ADHD - And thus guide
help seeking efforts in the right direction sooner.
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Feedback On Evidence

Anxiety of ADHD Children’s’ Mothers” (Quarterly) Psychology of
Exceptional Individuals, 8 (29): 61 — 84.

https://doi.org/10.22054/JPE.2018.25533.1638
https://doaj.org/article/3f51eb7e14534f088c3857a70974986a

https://www.additudemag.com/act-therapy-acceptance-
commitment-adhd/

e.g., Vanzin et. al., (2020). “Clinical Effects of an ACT-Group
Training in Children and Adolescents with Attention-
Deficit/Hyperactivity Disorder.” Journal of Child and Family
Studies (2020) 29:1070-1080

https://doi.org/10.1007/s10826-019-01546-x

ID Section Of Rec Number | Evidence Details (example) Comment (Maximum 150 Words)
Document
027 Chapter 4 4.2,4.3 and e.g. Zemestani, Gholizadeh, and Alaei (2018). “Effectiveness of | The evidence base (though limited) for Acceptance and
4.4 Acceptance and Commitment Therapy on Depression and commitment therapy for ADHD children (their parents)

and adults could be considered in the narrative review.

ID: 028; Ron Sterling MD

General feedback

ID

Feedback

028

After comprehensively reading ,the Guidelines and the Technical Report, | ended up very disappointed. | feel the opportunity you had to bring new language
(more scientifically correct) and better understanding about the key elements of ADHD was squandered. Barkley's dreams in the 2010’s for the DSM 5 to
address executive function and working memory continues unfulfilled.. For the most part, the papers here are verbatim repeats of NICE 2018. Sticking with
very “old school beliefs and language” does little to help professionals understand the roots of ADHD and, thus, the correct target(s) for mitigation..
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My review of over 25,000 pages of literature leading up to my 2013 book made it clear what the common denominator is for both baseline poor working
memory and excellent threat response.

nou

“In one ear and out the other,” “out of sight, out of mind” and other limitations universally found in those who fit the criteria for ADHD — easily overwhelmed,
poor sleep onset, difficulty choosing what to focus on in the midst of distractors, difficulty reading due to limited working memory, impatient, impulsive,
moody, poor self-censorship, poor follow-through, and poor time perception - are all clearly related to suboptimal working memory (from mild to severe)
which is, in turn, based on what can be called “free roaming dopamine in prefrontal cortical areas.” Not phasic dopamine (synaptic) but tonic dopamine

(axonal and otherwise). Conceptually, this can be best understood as a baseline low RAM brain with limited space for data caches.

Feedback On Recommendations

ID Document (Guideline Or Section Of | Page Rec Comment
Technical Document) Document | Number | Number (Maximum 150 Words)

028 |All All All All Given the very different theoretical framework and findings | have made from my years of
diagnosing and treating ADHD, and reading and analyzing thousands of pages of literature, it
would be impossible for me to comment without extensively revising both documents.

028 | Guideline What 10 Absolute priority to mandate significant (adequate) ADHD screening to anyone whose CC is

Decision anxiety, panic attacks, depression, hoarding, substance abuse, tobacco use, over-eating (over
Makers... weight), NSSI, and OCD. The research is not complete, but what has been done so far indicates

that between 30% and 60% of such diagnoses are made by viewing only the symptoms of such
diagnoses, without determining first if that set of symptoms could be the result of ADHD
processes. Using an SSRI before treating the ADHD has been shown to make ADHD symptoms
worse (through a mechanism of reducing rather than increasing working memory) which
contributes worse cognitive function, fuzziness, more impulsive, more impatient, less hopeful
since feeling worse, less fearful (decreased baseline tonic dopamine due to the SSRI) — a mix
that obviously will lead a higher vulnerability to suicidal ideation, attempts, and successes. UK
studies on SSRI effects on med. naive ADDers and ASDers.
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028 Guideline What 10 One of the most important studies that should be done to discover and document whether a
decision large number of suicidal ideation, attempts, and deaths are related to administering SSRIs to
makers... those who fit the criteria for ADHD. It should not be that difficult to start with gathering

information on suicide deaths that occurred in the first few months of using an SSRI. Then,
take that data and work on discovering if that person likely fit the criteria for ADHD. The datal
collected over my 40+ years in psychiatry and ADHD work indicates clearly that SSRIs given to
ADHDers before addressing the working memory (mitigating the characteristics of ADHD),
results in significantly poor outcomes, including increased vulnerability to suicide. Hundreds of
lives would be saved if a very simple mandate is created —Screen properly for ADHD before
prescribing SSRIs. Don't just ask “how well did you do in high school?

028 | Recommendations 2.1.2 13 There is no mention of conducting the Mini Mental Health Assessment or even at least
attempting to evaluate working memory capacity. Using a Reverse or Backward Digit Spanis a
reliable tool for evaluating working memory. Generally, a Forward Digit Span assessment
should be made prior to conducting the Backward Digit Span. Such simple testing can also be
used to measure the effects of a medication on working memory capacity.

Feedback On Evidence

ID Section Of Recommendation Evidence Details Comment
Document Number (example) (Maximum 150 Words)
028 |All All All Given the very different theoretical framework and findings | have

made from my years of diagnosing and treating ADHD, and reading
and analyzing thousands of pages of literature, it would be
impossible for me to comment without extensively revising both
documents.
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ID: 029; Marika Donkin, Clinical Neuropsychologist

General feedback

ID Feedback

029 The guidelines dismissal of the value of neurocognitive assessment in the role of ADHD assessment indicates that the guidelines were written from the
perspective of medical professionals, as opposed to psychologists. All psychologists are trained to assess ADHD with clinical interview, Conner’s (or other)
standardised questionnaires, along with a host of psychometric tests. The purpose of these psychometric tests is to rule out other potential differential
diagnoses, as well as understand comorbidities. 1Q tests will give a measure of whether a child has an intellectual disability or giftedness, both which can
create substantial attention issues in the classroom. It can also identify potential language disorders and visual processing issues, again which can both
create functional attention issues. There is a very strong research body that shows that in children with ADHD both working memory and processing speed can
be significantly reduced. This can inform treatment as to whether working memory compensations or extra time considerations may be required at school.
Commonly we perform academic tests if there are concerns about a gap between intellect and learning, which identifies if children are not working to potential,
and can guide learning support. We also do tests of visual and auditory attention, which will again guide compensations in the classroom (ie. whether visual or
auditory supports should be initiated). Cognitive profiling is essential in guiding specific types of cognitive training, as cognitive training plans need to be
formulated individually based on the specific type of attention, working memory or executive deficit.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
029 Guideline Chapter 2 78 2.1.2 Neuropsychological assessment needs to be recommended when there is evidence of certain

types processing deficits that may best explain the inattention. It appears that the reviewers
who wrote these guidelines are unaware of the fact that language issues, intellectual disability,
giftedness, visual processing issues, auditory processing issues and even learning disabilities
can all present with similar symptoms as ADHD, and are often misdiagnosed as such. For
doctors not to recommend neurocognitive testing in these situations is likely to not only lead
to misdiagnosis but also impede the child from receiving appropriate interventions. It is also
likely to lead to over-medication. For example, a child with an auditory processing issue who
cannot process auditory information well with background noise in the classroom, needs
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proper assessment to identify this (and relevant treatment), rather than assuming it is
inattention and inappropriately medicating.

029 Guideline Chapter 2 81 2.2.1 This recommendations states that ASD, language disorder, SLD, intellectual disability, epilepsy,
brain injury and FASD should all be considered when making a diagnosis, which is absolutely
essential. There is not a single clinician in this world that should be assessing ADHD in
disorders like intellectual disability, epilepsy, brain injury or FASD without doing full
neuropsychological assessment. | believe if any of these issues were potentially raised and a
doctor did not refer for neuropsychological assessment, this would be a case of gross
professional negligence. Perhaps doctors are not aware of NDIS and the funding that could be
obtained for these disorders for treatment and support, which cannot be obtained for ADHD. All
these disorders have cognitive issues that go well beyond inattention, and individual education
plans for these children need to be based on a comprehensive assessment of all areas of
functioning.

029 Guideline Chapter 4 P106 4.4 This guideline has no understanding of cognitive training and what it entails. It is quite
ridiculous to suggest that neuropsychologists trained in neuro-remediation techniques only
know how to use computer programs. Perhaps the committee should have asked an expert
neuropsychologist with experience and training in this area to properly outline remediation;
starting from a complete cognitive profile, to formulation of a plan to both build and
compensate for skills, to the utilisation of technologies, and the implementation of strategies
with both parents and teachers. This section should be label “Attention/Working Memory
Computerised Training” and a whole new section needs to be added to account for allied
health professions like OTs and neuropsychologists and their personalised therapies.

029 Guideline Chapter 4 110 4.3.10 This is bizarre to recommend ADHD coaches who don’t even need a qualification, whilst
dismissing neuropsychologists who have a minimum 6 year’s university education. There is
nothing new about the type of therapy described- it is commonly done by many allied health
professionals. Coaching is basically a new profession for people who have no university
training who want to be able to work into the mental health field. It is unregulated (no code of
conduct or ethics training), is a non-restricted title (anyone can call themselves a coach with
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zero training) and recommending coaches over neuropsychologists and their form of
personalised cognitive remediation is illogical at best, and dangerous at worst.

ID: 030; Alison Poulton, Doctor

General feedback

ID

Feedback

030

The Clinical Practice Guidelines represent a detailed and impressive body of work.

My main concerns are:

1. In places they are too proscriptive, either in tone or sometimes in the specific wording, which does not sit well with the dialogue between the consumer and

the professional jointly agreeing on an individualised treatment plan.

2. There are important areas that they could cover but have not — eg is there a need for baseline biochemistry? It would be very useful if this likely important

negative could be stated.

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Rec Number | Comment
Technical Document) Document Number (Maximum 150 Words)

030 Guideline document 64-65 | am a bit concerned about the generalisations in the section on young children:
‘Preschoolers who do have ADHD exhibit a very high level of overactivity...
| suggest ‘Preschoolers who are diagnosed with ADHD tend to exhibit a very high
level of overactivity...” | think it is worth stating that children who are diagnosed
with ADHD as preschoolers tend to be on the more severe end of the ADHD
spectrum, with more oppositional features.

030 Guideline document 76 Section on screening for ADHD
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| think it is worth pointing out the importance of functional impairment - which
should therefore be a criterion for screening. Symptoms/criteria of ADHD are only
important if associated with functional impairment.

030

81

What is the evidence for any routine medical investigations — eg bloods for
thyroid function, dietary insufficiencies, eg Fe? | think it is important to cover this,
even if to state that the evidence is not there to support any routine biochemical
screening.

030

82

P82 states: ‘There are currently no ADHD-specific helplines in Australia.’ This is
contradicted in the next sentence: ‘The ADHD Foundation runs the National ADHD
Helpline..!

030

88

‘non-pharmacological treatments were more effective for improving functional
outcomes for people with ADHD.' Is this actually correct?

030

Chapter 4

What about school based intervention — remedial teaching and peer support?

030

119

Ching reference: None of the studies gave any convincing scientific evidence to
justify any maximum dose limitation.

030

122

‘Generally, paediatricians and child psychiatrists may prescribe for persons under
18 years of age. For adults, psychiatrists are primarily authorised to prescribe
psychostimulants...’ The lack of compelling evidence to support specialist
prescribing only should be pointed out, together with the option of increasing
access to non-specialist prescribers such as GPs/nurse practitioners. This is
particularly pertinent given the lack of ADHD training in the respective College
training pathways.

030

131

Lisdex is recommended only if both of 2 criteria are fulfilled: ‘'5.3.2 The person has
achieved a clinically significant reduction in ADHD symptoms after a trial of at
least 6 weeks of methylphenidate and/or dexamfetamine at an adequate dose.’
AND ‘A longer-acting agent may be more convenient for the person’ But it is
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approved by the TGA as a firstline medication for ADHD. Also it is indicated for
ADHD with SUD. If this is done the prescriber will fall foul of the guidelines.

030 132 5.6.5 — ‘Clinicians should not offer immediate-release stimulants or modified
release stimulants that can be easily injected or inhaled if there is a risk of
stimulant misuse or diversion.’ This is too categoric. It does not fit well with the
principles of the prescriber and patient discussing and agreeing the medication
regime. If this is done the prescriber will fall foul of the guidelines.

030 133 Workforce development should acknowledge that improving treatment access is
not just about increasing the number of specialists but also about considering
other models of care (ref Henry Review) such as GP treatment — either shared
care or independent GPs with specialist interest in ADHD. This recommendation
is made on P156 but for consistency should be included here.

030 134 Clinical practice gaps, uncertainties and need for guidance. The way this section
reads is as if ‘inconsistency’ in the approach to treatment/stopping treatment etc
is a bad thing and that ‘Consistent guidance is required.” To me this implies that
the guidelines are striving for a ‘one approach fits all'. This strongly contradicts
the principles of the prescriber and patient discussing and agreeing the
medication regime.

030 135 ‘There was a clinical harm of methylphenidate in adverse events leading to
hospitalisation/death/disability in one very low-quality study, and no clinical
difference for discontinuation due to adverse events.’ Was it hospitalisation,
death or disability? There are important differences. More helpful would be
whether any death/disability was reported in either group.

030 137 ‘If weight loss/insufficient weight gain in children is a clinical concern, consider
the following strategies...’ | suggest — covering fewer hours/day — eg only school
hours and not evenings, or changing to short acting med and using only when
really necessary.
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030

136-137

Recommendations — Suggest add: At each review the medication efficacy should
be reviewed and the dose adjusted if necessary. If the benefit does not outweigh
any adverse effects — including inconvenience and medication stigma — and this
cannot be rectified by increasing medication efficacy, then the medication should
be ceased. | think that this principle is clear enough that it could be stated in the
guidelines.

030

136-137

Recommendations - It is important to add that children outgrow their dose from
time to time and it may need to be increased (see Ross L, Sapre V, Stanislaus C,
Poulton AS. Dose Adjustment of Stimulants for Children with Attention-
Deficit/Hyperactivity Disorder: A Retrospective Chart Review of the Impact of
Exceeding Recommended Doses. CNS drugs. 2020.)

030

138

Implementing the recommendations: Other models of care that can improve
treatment access should be considered (ref Henry Review) such as GP treatment
— either shared care or independent GPs with specialist interest in ADHD. This
recommendation is made on P156 but for consistency should be included here.

030

143

5.9.1 — consider adding impact of ADHD medication on driving.

030

134

Formatting: Children and young people — appears to be a heading but is in the
preceding para — ie font change?

030

146

Grammar - There is a high frequency of co-occurring disorders in women
(particularly anxiety, depression, PTSD, substance misuse, self-harm and
borderline personality disorder) and men (and anti-social personality disorder)
may mask the presence of ADHD (Young, Sedgwick, et al., 2015) who are
imprisoned.
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Feedback On Evidence

Ross L, Sapre V, Stanislaus C, Poulton AS. Dose Adjustment of
Stimulants for Children with Attention-Deficit/Hyperactivity
Disorder: A Retrospective Chart Review of the Impact of
Exceeding Recommended Doses. CNS drugs. 2020.)

ID Section Of Recommendation Evidence Details Comment
Document Number (example) (Maximum 150 Words)

030 P 136-137 of Recommendations - It is important to add that children outgrow | This could be considered in the narrative review.
guidelines their dose from time to time and it may need to be increased (see | There may be other papers that describe the clinical

observation of children needing a dose increase as
they grow.

ID: 031; ADHD United and ADHD Melbourne, consumer group

General feedback

ID

Feedback

031

We commend the effort to produce this document, with the proviso it's understood that leading consumer groups are very concerned about the actual use of
it. We don't see an NHRMRC approval as being anything but a very important rung on the ladder that will enable all stakeholders involved to climb out of the
pit they are in. We strongly urge AAPDA to exercise some greater degree of understanding of key stakeholder needs to get these Guidelines adopted by as
many practioners as possible, and medical practioners are but a very small part of all this. Further information on that is below.

The document requires a more ‘forward / direct, and targeted’ communication message than the president of AADPA might be able to say in his intro. We
regard it as imperative that a rationale aimed at the adoption of the guidelines (and not just its approval) be incorporated right at the beginning of the
Guidelines document, and further, that the Guidelines be made more user approachable, such as the guidelines produced by other organisations in the
healthcare sector. We urge AADPA and the authors of this key document to insert the full contents of Page 10 of this memo to you, at the beginning of the

actual Guidelines themselves. Not instead of the Presidents message, but as well as.

Having spoken with key Consumer advocates, we strongly believe the Guidelines are not adequate for our needs. The document is definitely not user friendly,
and perceptions that NHMRC guidelines don’t look more presentable are false. Examples of several follow. It's lamentable we have not been made privy to
such things as the target audiences for the document, with the NHMRC being just a vehicle to get these Guidelines adopted by practioners.
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There’s a significant need to make to the ADHD Guidelines ADHD friendly, as both consumers and practioners genuinely need that. Simple things as well as
wording. For example with breaks in between chapters, etc...

A lot of the professionals that get into helping ADHDers have an interest in it because they can relate to it. Therefore, you will have better ‘implementation’
and ‘use of’ the guidelines if they are easier to read and use.

The major government health reports do this and have done so for years. Major reputable organisations also do it. But a few examples are below.
And the final page of this accompanying document contains the words we urge AADPA to use as a Forward in the submission document itself.

Finally, herewith a single statement at the start of the Guidelines (and not part of Mark Bellgrove's intro) that we strongly urge AADPA to actually use (and not
just infer) to set the stage for the very successful implementation so many have worked for.

ADHD is an all encompassing neurobiological disorder effecting everyone in this country (let alone being worldwide).
ADHD is the most common Neurodevelopmental disorder and costs Australia at least $20 Billion every year.

ADHD is a persistent Neurodevelopmental disorder that affects hundreds of thousands of people in Australia, and worldwide. It's ubiquitous and its impact is
profoundly felt by those with the condition, their families, friends, employers, .... all in the healthcare sector, ........ in fact all elements of society .

It is a national issue, affecting all people who are here, whether Australian born or from elsewhere, regardless of gender, culture, age, religion or education.

These guidelines provide the opportunity to engage all those involved in the care of young and old, sturdy and frail, highly educated or having missed
opportunities, working or not, in nursing homes, city offices, armed forces, prisons .... wherever humans exist. Because ADHD and it's comorbid friends
including ASD, OCD, ODD, Anxiety, Depression, SUD ..... impact one in ten households in Australia.

And the waste in human potential and human lives requires a universal commitment. And that commitment will be far better assured when these Guidelines
are approved by the NHMRC, and then adopted by the myriad of professions that deal every day with people with ADHD, including medical practioners,
occupational therapists, social workers, nurses, paramedics, pharmacists, psychologists, school guidance officers, armed forces, prison staff, and so many
more — all key stakeholders, and all of whom require a standard set of guidelines they currently don’t have. And Consumers are relying on the Guidelines
being adopted, and not just NHMRC approved.
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ID: 034; Catherine Rothsey, Store Assistant

General feedback

ID Feedback

034 | believe that early intervention screening for ADHD in schools is as important and needed as much as the hearing and sight screening.

ID: 035; Deidentified

General feedback

ID Feedback

035 As a medical student and thus a future medical professional, if | were a psychiatric registrar or consultant, | can honestly say | probably would not have read
these guidelines as they are currently set out. They are long winded, repetitive, formatted in a way which | felt does not allow for easy straightforward
guidance but rather presented as an extensive list of facts | would already know as a medical professional, which hides the important facts that medical
professionals may not know and actually need to consider.

| would make two separate documents/guidelines for medical professionals. One which is this current guideline that | could refer to if | wanted, and another
which is a condensed version, namely with misconceptions highlighted at the front in an easy-to-read format and organised in a way which | could refer to the
specific area of information.

| want medical professionals to WANT to read this document. To KNOW that there is easy to read, straightforward guidance and assistance.

The whole section on the medications, could be better used to highlight new medications to clinicians who have been practicing for a long time and are
uneasy with using the newer medications. For example my own psychiatrist has no idea about Guanfacine, as he deals with adult ADHD. | had to see a
different psychiatrist who also sees children in order for him to confidently prescribe this life changing medication to me. Had my original psychiatrist has an
easy-go-to piece of information presented to him (yes he could have easily looked up the information himself, but doctors get set in their ways and they are
scared), then perhaps he would have had more confidence and prescribed it to me sooner.
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My point is, doctors are busy. Unfortunately, they are not going to read this long document. | have ADHD, | want to be a psychiatrist and it was an actual
chore for me to read this guideline and | only did it to ensure that there was no misinformation in it that may guide or influence the practitioners who do
indeed read it.

My hope is that this guideline, when it is published, will be reformatted in a way that is psychiatrist friendly, easy to ready, straightforward and useful for
practice. There are a lot of excellent points in the guideline which will go unnoticed and unread buried within the rest of this document.

| am disappointed that only four people with ADHD were consulted for lived-experiences of ADHD to inform this document. Four people is not enough and
very risky and limited. There are thousands of people with ADHD in Australia. | would have gladly joined the list to represent my condition. How many people
on your board/committee have ADHD themselves? | only found out about the feedback opportunity through Facebook. Why was this document not shared
with every psychiatrist in Australia so they could pass it onto their patients? If this occurred, why did it not get passed on? It could have been placed in
waiting rooms if doctors forgot to share it.

The document layout and content demonstrates that it was not created or informed by people with ADHD for their doctors and it was definitely not created by
several medical doctors or psychiatrists for easy reading.

| will happily assist you in formatting a separate document which will have maximal impact for medical practitioners and in turn have a positive difference on
the healthcare experiences of patients with ADHD.

THERE IS ONE IMPORTANT ERROR IN THIS ENTIRE DOCUMENT MENTIONED SEVERAL TIMES.
IT IS INNCORECT TO STATE THAT ADHD ONSETS AT CERTAIN AGES OR DURING THE DEVELOPING BRAIN.

PEOPLE ARE BORN WITH ADHD. IT DOES NOT DEVELOP OR SUDDENLY ONSET AT A CERTAIN AGE. THE SYMPTOMS WILL BE NOTICED AT CERTAIN AGES
AND VARY IN SEVERITY, HOWEVER THE DISORDER WAS ALWAYS THERE TO BEGIN WITH IN THEIR DEVELOPING BRAIN.

THIS INCORRECT TERMINOLOGY CAN BE INTERPRETED AS ADHD BEING A DISORDER THAN CAN DEVELOP AT ANY AGE IN SOMEONE. THIS IS NOT TRUE
EXCEPT IN THE CASE OF POST-TRAUMATIC BRAIN INJURY. WHICH IS NOT ACTUALLY ADHD, BUT THE SYMPTOMS ARE SIMILAR AND ADHD TREATMENT
CAN BE USEFUL IN THESE INDIVIDUALS.

IT IS VERY IMPORTANT THAT THIS MEDICAL INACCURACY BE CORRECTED THROUGHOUT THE DOCUMENT PLEASE.
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Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment
Technical Document) Document Number Number (Maximum 150 Words)
035 Executive 9 First It is NOT a neurodevelopmental disorder that MOST OCCURS WHILE A BRAIN IS
Summary sentence DEVELOPING. Please change this. You are born with ADHD. The SYMPTOMS

BECOME EVIDENT DURING CHILDHOOD/ADOLESCENCE. It is medically incorrect
to state it “ONSETS BEFORE AGE 12". The disorder is ONSET at birth. It is usually
noticed before age 12. YOU MUST CHANGE THIS TERMINOLOGY. By using this
terminology you are insinuating the disorder onsets at any age, in the same way
Type 1 Diabetes can onset at any age, meaning the person did not have this
disorder before the onset of symptoms. Individuals are BORN WITH ADHD.
Symptoms change or become evidence throughout their lifespan.

035 Executive 9 Last two Change this to “Making adjustments in a person’s school, university or
Summary sentences | workplace, can help them function better and perform in an equitable way with
in last their peers. This can include providing additional working time in an isolated

paragraph | room for tests and exams, allowing the use of noise-cancelling devices, providing
flexible timetabling and educating others on how to provide accommodations
and their legal requirements to do so in academic settings.”

035 Summary and 14 2.1.6 “... may not be identified until secondary school...”

recommendations Last Please add “OR NOT UNTIL TERTIARY EDUCATION, SOMETIMES DURING POST-
sentence GRADUATE DEGREES WHEN DEMANDS ARE INCREASED".

Many clinicians have dismissed patients seeking ADHD diagnosis, using this as
a reason against diagnosis “you can't have ADHD because you made it through
high school and you have made it through university, in fact you can't have
ADHD because you did quite well in your undergraduate degree and worked at
the same time. People with ADHD can't be that successful.”
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035 Non- 18&19 4 This section in the summary and in the detailed corresponding section later on,
pharmacological fails to specify exactly the accommodations and adjustments that may be useful
interventions to students with ADHD and fails to explain to clinicians the social resistance that

students will likely face by their educational institution. The psychiatrist plays a
crucial role in allowing students to receive their adjustments for equitable
performance such as receiving extra exam working time. Students in Australia
should be offered a minimum of 50%/time-and-a-half extra working time. NOT
the arbitrarily invented 5mins/15mins extra per hour which does now allow for
slow processing speed and impaired working memory under exam conditions.

035 Non- 18&19 4 Clinicians need to remind patients of their rights under the Disability
pharmacological Discrimination Act 1995 which states the educational institutions need to
interventions provide reasonable adjustments as recommended by their medical practitioner.

If a student’s psychiatrist recommends 50% extra working time, in an isolated
room with ear-muffs, the school cannot turn around and say “sorry we only give
5mins extra working time and we wont make every effort to ensure that you are
in a quiet room with no disruptions”.

This information and empowerment is what makes the difference between
students who are successful at school and those who are not. Medication is a
game-changer however it is useless if students do not receive their reasonable
adjustments to demonstrate their intelligence in an equitable manner. Many
clinicians do not know about this.

035 The above mentioned areas are not explained in detail at all in this guideline and
can make-or-break an individuals life-outcomes. Please contact me
melissa.carling1@my.nd.edu.au or melissacarling@hotmail.com or on
0407996003 if | do not reply to these emails within 12 hours. | work with
educational psychologists and | work with schools and universities and students

on these areas of adjustments. | myself failed to enter medical school for 10
years due to failure to receive my reasonable adjustments and due to resistance
from my high school and three different university across my four different
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degrees when applying for adjustments. | have helped countless people succeed
by helping them obtain their adjustments at school and university.

Psychiatrists and GPs do not seem to know much about this area and do not
explain or remind patients about the adjustments they need for equitable
success. | have spoken to people who have never heard about extra-time for their
children, or the option to make sure they get first pick of the uni timetable to
ensure classes match up with their medication regime as best as possible. This
should be common knowledge and should be in very specific detail in this
guideline so that doctors can actually suggest specific adjustments to patients
and the reason why they will benefit from them.

This includes adjustments in primary school such as making alternative
arrangements instead of forcing students with ADHD to do homework
afterschool when their medication has worn-off — a period of intense family
stress, personal difficulties and frustration and sometimes fosters a hatred of
learning in students.

Please contact me and | will gladly assist you in developing a list of adjustments
and educational difficulties that clinicians must address with their patients.

ID: 036; Shannon Mcdonald, Health Information Manager

Feedback On Recommendations

Identification

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
036 Guideline 1 12 1.2.1 As a mother of 2 children with ADHD — can | please implore you to reconsider your

recommendation to NOT routinely screen for ADHD in preschools and schools.

With lived experience of the impact ADHD has on children within home and school
settings — | know that an earlier diagnosis for both of my children would have been
majorly beneficial for both school and home life, and their self esteem.
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ID: 037; Deidentified

General feedback

ID Feedback

037 Early intervention is key. In the same way that there are screens for eyesight and hearing in junior primary, ADHD should receive the same screening process.
Inattentive children are much harder to identify for general primary teachers with no experience in ADHD. Specialist screening for any child displaying
symptoms from a list developed by experts in the field.

Additional training for teachers during their studies would also be beneficial. They could gain some further insight into identifying red flags for both attentive
and inattentive, as well as learn skills in how to deal with an ADHD child. Shame and humiliation seem to be a popular strategy which is not only ineffective
but will further reduce the child’'s confidence and increase their belief that they aren’t smart and they will be even less engaged. Professional development
days for current staff, in the same way there are PD days for Indigenous learning, Autism, Social and emotional skills etc. Teachers and support staff learning
more about ADHD is also valuable and should be the subject of more PD days.

ID: 038; National Mental Health Nurse Practitioner, Special Interest Group

General feedback

ID Feedback

038 Mental Health Nurses (MHN) and Mental Health Nurse Practitioners (MHNP) need to be identified as a separate and independent group of health
professionals who are perfectly positioned to provide services to the public for people who have ADHD. Just like GPs, Psychiatrists and Paediatricians, are
all doctors but have a different scope of practice, qualifications, and level of expertise which is outlined in the Australian ADHD clinical practice guidelines.
Registered Nurses (RN) and Mental Health Nurses (MHNSs) are identified under AHPRA as “RNs” although MHN have a specialised scope of practice in
mental health and psychiatry. Furthermore, Nurse Practitioners have specialised training beyond a RN or MHN. Many NPs have specialist qualifications,
training and experience in mental health as well as developmental psychiatry qualifications for those who have worked in child and youth services or
specialised services for developmental disorders. This group of Mental Health professionals, both MHN & MHNPs, should identified separately and
specifically as specialised to provide services for ADHD. Reference: UK model ADHD 360 is predominantly staff by MHN & MHNPs.

Credentialed MHNs scope of practice across community and in-patient settings includes but is not restricted to:
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Specialised MH assessment, physical assessment, risk assessment and intervention for suicide, self-harm and aggression.
Psychotherapy, counselling and focussed psychological interventions
Medication monitoring, management, and administration

Care coordination and multi-disciplinary team working

Legislation for Nurse Practitioners was established in 2000 which was aimed to facilitate advanced practice health practitioners in rural and remote areas
and develop models of practice to fill gaps in services. MHNP roles are built on the expertise of MHN and like all NPs are educated and endorsed by AHPRA

to function autonomously and collaboratively in advanced and extended clinical role sand the authorisations include:

Advanced MH and physical health assessment

Ordering clinical investigations and pathology

Clarify & confirm diagnosis

Treatment options including prescribing within specialised scope of practice, ongoing prescribing and adjustment of medications
Referrals to medical specialists

Issuing sick certificates

Unlimited number of consultations under MBS. No referral from a doctor is required for client or family to engage services of a MHNP.

The title NP is a protected by legislation and cannot be used by any other nurse. This is not to be confused with Practice Nurse who working in primary care
under the supervision of a doctor or a NP.

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Rec Number Comment
Technical Document) Document Number (Maximum 150 Words)
038 Aust ADHD Clinical 19 43 Children 5-17 Parent/family training should be offered to parents/families
Practice Guideline - draft of children with ADHD. Should be extended to people over the age of 17
years living with their parents and should be expanded to be family
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therapy where the adolescent attends therapy and training with the
parents. See supporting evidence added to 4.3.5

435 Rec. to be added to page 20

The decision that CBT is the treatment of choice provides a limited view
of the psychological interventions needed for a person with ADHD. In
addition to CBT, dyadic psychotherapy and family therapy should be
offered because an attachment based or systemic approach
acknowledges the impact of ADHD on the family systems and the
capacity for the child/adolescent and family to participate in treatment
interventions.

..."young children do not function without their caregivers, and as such,
dyadic therapies aim to effectively address the parent, the child, and their
relationship. The latter is particularly important as young children
function and grow only within the context of their relationship with
caregivers”...... Evidence Based Dyadic Therapies for 0- to 5-Year-Old
Children With Emotional and Behavioral Difficulties

Reem M. A. Shafi, Ewa D. Bieber, Julia Shekunov, Paul E. Croarkin, and
Magdalena Romanowicz*

....... "Family therapy for ADHD focuses on the ADHD family, with the ADHD
patient being a part of the family system with dysfunctional interactional
patterns”...... ADHD: Current Concepts and Treatments in Children and
Adolescents

Renate Drechsler,! Silvia Brem,'? Daniel Brandeis,%34 Edna Griinblatt,'24
Gregor Berger,' and Susanne Walitza

038 Aust ADHD Clinical Summary of 32 7.3.3 In all areas where a GP is listed, NP has equivalent authorisations and
Practice Guideline - draft recommendations specialist NPs ie. MHNP should be listed as specialist in the area of
ADHD.
038 “ “ 33 7.4.4 Referral pathways for Specialist NPs (ie. Paediatric NPs) & MHNP, need

to be included with PHNs directories. NPs are able to receive self-
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referrals from the community, clients and their families and do not require
a Mental Health Treatment Plan or a Chronic Disease Management Plan
for clients to receive a MBS rebate. NP MBS rebates function separately,
similar to GP time limited consultations. NP number of consultations are
unlimited, and the MBS items are non-speciality or treatment specific
therefore allows the client to receive services and not be identified as a
MH patient. This is often a barrier to receiving services from high-risk
groups or those worried about stigma ie. ATSI, NESB, children and youth,
and workforce groups — police, army and health professionals.

principles

scope and
directory of
clinical questions

038 “ Care Pathway - 40 Care Pathways - This section needs to highlight MHN & MHNP as they have already have
principles principles specialist education, training and experience. There needs to be a
mention of ongoing professional development to update and maintain
knowledge and skill development.
038 “ Representation of | 43 No representation from peek nursing colleges ie. ACMHN, ACNP,
Colleges and Australian College of Nursing
societies Nurses make up the largest workforce of health care professionals
across Australia and MHN make up one of the largest groups of health
professional in mental health/psychiatry but there is no representation on
the development of these guidelines.
038 “ Care pathways - 49 Table 5. Guideline | In this section and throughout the document it needs to clearly identify

the different “nurse” scopes of practice that are relevant to ADHD. GPs,
Psychiatrists & Paediatricians are all doctors but have different
qualifications and scopes of practice. This is the same for “nurses” and
needs to be specific for the assessment, diagnosis, and treatment of
people with ADHD. This is the public right to have free choice of health
professional to provide services and it is fair and equitable trade
practices to advertise this clearly.
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038

Principles and
assumptions

68

Significant assumptions have been made regarding the scope of practice
of “nurses” to group it together in this document. Not all nurses have
specialised education, qualification, and experience in this area, but MHN
& MHNPs have a very high level of expertise in mental health and more
specifically ADHD therefore needs to be identified separately, not just
listed as “nurses”.

038

Summary of
evidence review

138

NP authorisations include prescribing. PBS expectations require a
specialist to initiate and commence medication. NPs can provide the
ongoing adjustment and prescribing. Each state has slightly different
expectations for applying for a Schule 8 permit. In Victoria we apply for a
permit with a letter from the medical specialist confirming commencing
stimulant medication. NPs & MHNP can manage the transition from child
to adult services just like GPs can along with the added specialist mental
health services including psychotherapy, family therapy &/ or parent
training and a range of psychosocial interventions.

038

Chapter 7
Considerations -
Service and
Policy

154

Clinical practice
gaps,
uncertainties and
need for guidance

All NPs, including MHNPs are authorised to provide referrals to medical
specialist with a 12-month validity to enable the client to receive the
same MBS rebates from medical specialist services. Many MHNPs who
specialise in developmental psychiatry have shared care arrangements
with Paediatricians and Child Psychiatrists plus go on to managing the
clients psychosocial care and prescribing ongoing past 18 years old.

038

Summary of
narrative review

155

Service
configuration and
activities

7.4.1

7.4.2

7.4.4

7.4.5

MH & MHNPs have qualifications in Family Focused Practices, Family
Therapy and Systems Therapy approaches that allows for boarder
collaboration and collection of collateral evidence for assessment to
contribute to clarification and confirming a diagnosis. MHN & MHNP
psychosocial focus of health care includes collaboration with boarder
services to assist with training, support and resources for people with
ADHD. MHNPs are often the case/care coordinator of their clients health
care needs and provide a biopsychosocial model of care.
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PHNSs need to be listing MHNPs on their directives as a service options
for client and their family seeking assessment, diagnosis and treatment
for ADHD

7.4.5 — This is definitely true for MHN & MHNP to identified separately
from “nurses” as a group and recognise their specialist scope of practice

038 “ Professional 156 & Summary of Inclusion of NP & MHNPs
Training 157 narrative review
evidence

“There is an increasing move to train GPs & NPs to diagnose and treat ADHD
due to the shortage of medical specialists. Whilst diagnosis and treatment of
ADHD is currently the province of both a specialised group of health
professionals including adult and child and adolescent psychiatrists,
paediatricians, and psychologists, MHN & MHNPs there is an under-
recognition of ADHD in those groups as well as GPs & NPs who are usually
the first line of referral. This leads to significant under-diagnosis.

GP. Primary health care professionals training is particularly important
because ADHD has implications for poor physical health outcomes (e.g.
difficulties taking medication regularly, and co-occurring medical and health
disorders). GPs & NPs also manage chronic disease, making them uniquely
placed to support individuals with long-term lifelong disorders, such as ADHD,
with specialist care as needed”.

ADHD is already included in the in the training, qualifications and
education of MHN & MHNP. Those who specialise further will undertake
post graduate studies with Developmental Psychiatry qualifications.

Recommendations

7.3.1
Include MHN & MHNP in the list of health professionals for a further point

under recommendations for ‘specialist nurses’; to match these
recommendations for medical specialists. Nurse practitioners should be
7.3.3 included in this section and specifically named because their scope of
practice includes, diagnosing and treating people with ADHD, including
prescribing stimulants. Allied health professionals referred to throughout
this document do not have this scope of practice.
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MHN & MHNP with developmental psychiatry qualifications needs to be
listed alongside the list of doctors.

MHN & MHNP are perfectly positioned to provide both mental health and
medication management for people with ADHD plus MHNPs can provide

7.3.4 . - . - .
continuing prescribing with a specialist MH service.
Feedback On Evidence
ID Section Of Rec Evidence Details (example) Comment (Maximum 150 Words)
Document Number
038 | Executive Aust Government, DoH, Eligible Nurse Practitioner Refer to AHPRA NP guidelines, Standards of Practice, Safety and quality
Summary & Services Questions an Answers January 2014. guidelines.
whole document
Link to AHPRA Nurse Practitioner Standards of The federal government and health professional groups are largely
Practice unfamiliar with NP legislation. As a result, committees developing

guidelines and funding programs across federal and state levels do not
include NPs in discussions related to developing health services and
provision. It often causes confusion for clients and questions legitimacy
of the level of qualification, authorisations, and clinical practice when
other professional groups inadvertently undermine the work of NPs due
to not knowing the legislation and claiming a “nurse” is unable to do this
work. The health regulations act outlines recommendations regarding
not restricting another health professionals practice which is an
important point to consider for this unrecognised group of health
professionals.

https://www.nursingmidwiferyboard.gov.au/Codes-
Guidelines-Statements/Codes-Guidelines/Safety-
and-quality-quidelines-for-nurse-practitioners.aspx

038 | Executive NP legislation Reference for legislation guiding NPs
Summary &
whole document

https://anmf.org.au/documents/policies/P_Nurse_Practitioners.pdf
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https://anmf.org.au/documents/policies/P_Nurse_Practitioners.pdf
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038 | Executive Collaborative arrangements This is often confused for supervision of NPs by doctors. A collaborative
Summary & arrangement can be verbal or written and with one or more doctors in
whole document order to establish collaborative requirements. This area is currently

under review for ongoing workability as it doesn’t demonstrate
improvement or safety in practice and has been identified as a one-way
mechanism. Doctors are not required to be collaborative with NP under
legislation. If this is a requirement of NPs there needs be changes in all
legislation of health professionals in order for this to be workable with
reciprocal collaboration. Good or “best practice” for all health
professionals ought to be collaborative. NP have a proven history for
collaborative practice and demonstrate high value for safe and effective
practice across all professionals.

Collaborative arrangements for NPs

038 | Executive https://www.adhd-360.com/ A model of practice and program developed in the UK has been
Summary & https://psychiatry-uk.com/ developed predominantly with NP — Mental Health/Psychiatry, alongside
whole document of their medical colleagues.

ID: 039; Deidentified

General feedback

ID Feedback

039 The guidelines are comprehensive and cover a complex range of intricacies relating to ADHD, we commend you on this enormous and necessary body of work.

Regarding commentary around the need for certain professions in the diagnosis and treatment of ADHD in order to avoid bottlenecks:

Although we recognise the considerations around diagnostic ‘bottlenecks’ outlined within the technical report, we agree that removing restrictions around
specific professionals making diagnoses will likely shift diagnostic bottlenecks to existing providers. Indeed, even for those who are able to access
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psychological or neuropsychological services to support diagnosis, there are currently few medical prescribers available to refer on to and/or costs and waitlist
impact availability and accessibility for clients.

We would also argue that it is important to highlight the benefit of an integrated, multi-disciplinary diagnostic and treatment approach, including that of
neuropsychology. As per the UK Guidelines of ADHD management, which are stipulated to be the highest level of existing evidence, diagnosis of ADHD should
only be made by a specialist psychiatrist, paediatrician, or other appropriately qualified healthcare professional with training and expertise in the diagnosis of
ADHD. The more the role of these specialists can be advocated for, the greater the scope to advocate for additional healthcare funding and service provision to
reduce health inequities.

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Rec Number Comment (Maximum 150 Words)
Technical Document) Document Number
039 Guideline 2.1 78

This section does not adequately represent the position put forward by
CADDRA:

“These 5 guidelines noted that neuropsychological testing was not
required for the diagnosis of ADHD.”

Note that the CADDRA guidelines go on to say “While, neuropsychological
and psychoeducational evaluations are frequently recommended, these
are most useful in situations of diagnostic uncertainty[34]"

There is a distinction between neuropsychological testing and
neuropsychological evaluation that is important to acknowledge in the
AADPA guidelines.

Neuropsychological testing is the administration of a test, and to date,
there is limited evidence to support the use of the cognitive ‘test’ the
literature does not support the use of cognitive ‘tests’ to enhance
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diagnostic clarity. It is suggested that the terminology should be changed
to cognitive testing to reduce confusion for the reader.

Neuropsychological evaluation, beyond testing, is a comprehensive
assessment involving the integration of client and corroborative history,
rating scales, cognitive testing, and clinical observation of the client.
Neuropsychology is an evidence-based discipline founded on knowledge
of neurological symptoms, brain development and cognition, and can
therefore provide clarity for differential diagnoses, particularly in the case
of diagnostic complexity (Pritchard et al, 2014). There is evidence to
suggest that neuropsychology is uniquely positioned to complement
diagnostic formulation of ADHD, as well as serving as an objective
indication of cognitive dysfunction (Fuermaier et al, 2019; Onandia-
Hinchado et al, 2021). Neuropsychological assessments also include
performance and symptom validity measures, which has been
recommended for optimal ADHD assessment (Nikolas et al, 2019;
Ramsey, 2015). Identification of cognitive impairments in ADHD may also
hold value with respect to predicting future outcomes, with academic
functioning underpinned by cognitive difficulties from an early age in a
sub-group with ADHD, and poorer working memory and reaction time
variability predicting inattention and academic achievement over a
decade later (Aretouli et al, 2019).

The statement in CADDRA regarding diagnostic uncertainty is an
important one to retain, and an emphasis on the contribution that a
neuropsychological assessment can make per above is warranted.

Although assessments are usually sought in the private sector due to
current funding availability for consumers, acknowledgement in the
guidelines of the need for neuropsychological assessment in complex
presentations can support a case for an increase in government funded
neuropsychology services.
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039

2.2

80

Many of the symptoms of ADHD are, in and of themselves, non-specific.
Beyond what is currently outlined in the guidelines there are a host of
other medical disorders that can present with symptoms similar to ADHD,
including but not limited to: alcohol related brain injury; hypoxic brain
injury; ischaemia; mild cognitive impairment; dementia; traumatic brain
injury; autoimmune disorders; chronic obstructive pulmonary disease;
cardio vascular disorders; hepatic disorders; renal disorders; delirium
(Goldberg, 2017). Acute and subacute substance use can also present
with symptoms similar to those observed in ADHD (Yucel, Lubman,
Solowij, Brewer 2007), and this is worth consideration given the high
rates of co-occurrence in this group.

039

2.2

80

Suggest to acknowledge the important function of neuropsychologists by
adding a final paragraph.

Neuropsychologists specialise in the identification of disorders that
affect neurocognitive functioning. In the case of individuals presenting
with complex medical, neurodevelopmental and psychiatric co-occurring
disorders, referral for neuropsychological evaluation with a clinician who
specialises in the identification of ADHD can support differential
diagnosis (Pritchard et al, 2014). From a translational perspective,
neuropsychology may also enhance our understanding of ADHD
presentations across the lifespan and contribute to endophenotyping
(Kooij, 2022).

039

2.2.1

Update the table to include a comprehensive list of presence of other
disorders that can have similar symptomatology to ADHD: alcohol related
brain injury; hypoxic brain injury; ischaemia; mild cognitive impairment;
dementia; traumatic brain injury; autoimmune disorders; chronic
obstructive pulmonary disease; cardio vascular disorders; hepatic
disorders; renal disorders; delirium. Acute and subacute substance use.

039

223

Change thisto 2.2.4
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039 223 Add 2.2.3 In the case of complex co-occurring psychiatric,
neurodevelopmental, and medical disorders, where there is diagnostic
uncertainty, consider referral to a clinical neuropsychologist who
specialises in the identification of ADHD.

039 2.3 83 The UK Guidelines of ADHD management highlight the importance of
providing information that takes into account developmental level,
cognitive style, and cognitive capacity. Although similar information has
been included in Table 2.3.3, this recommendation inherently speaks to
the role of neuropsychology in diagnosis and treatment; and this is not
adequately reflected in the draft Australian Guidelines.

039 Guideline document 4.5 109 4.5 ADHD coaching is not regulated by a government body such as AHPRA
and there is no oversight to ensure protection of the public. Health
organisations are regulated by ethics and codes of conduct and a breach
of these results in a hearing and possible deregistration. There is no
oversite to ensure that privacy is protected, health records are maintained
appropriately, and no training to ensure that coaches follow standards
such as not engaging in relationships with clients, informed consent,
safety of the client. There is no oversite to ensure professional
competency and knowledge provision for coaches to know when to refer
to appropriate health services, e.g. GP/psychiatry/psychology for
significant mental health issues.

Above to be included in the clinical consideration section.

039 4.5 109 This quote is a misrepresentation: “requiring specialised education and
training in specific coaching skills for this population”. Whilst it is true
that there is a life coaching body targeted toward ADHD, and that
coaches have the option to register with this organisation — a
requirement of which is that the coach has undertaken certain training
courses offered by the registering organisation and thus there is a
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conflict of interest between profits and the attainment of competency in
ADHD. In addition, this body does not provide oversite and protection to
the public.

In addition, it is not a legal requirement for life coaches to be registered
with any organisation or entity and therefore any person can call
themselves an ADHD coach. There is no control over the amount of
education and training people may or may not have in the domain of
ADHD when they are offering this expensive service.

The above quote should be removed from the document and instead a
recommendation for formal registration of ADHD coaches with a
governing regulatory body such as AHPRA be provided.

039 45 109 Given the limited evidence base for coaching, the profession should not
receive such a large section of the guidelines. The section contains many
repetitive elements. Suggest limiting the section to this:

Coaching builds upon theoretical foundations of psychology and
psychiatry, education and life coaching. Varied approaches to coaching
are evident in practice, most building on an in-depth understanding of the
challenges of ADHD and executive functioning weaknesses.

ADHD coaching combines three key coaching skill sets (Wright, 2014, p.
23):

+ collaborative, client-centred, client-driven process to support the
person’s empowerment

+ education about ADHD and related topics, as well as tools and
resources

« skills coaching to build on the person’s strengths and resources, and
develop conscious
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The limited evidence suggests possible positive outcomes for people
with ADHD. However, high quality evidence is lacking and among studies,
there was substantial variation in the coaching factors across the studies
including how coaches were trained, how coaching programs were
delivered (group vs individual sessions), variation in coaching duration
and variation in the outcome domains assessed (Ahmann, Tuttle, Saviet,
& Wright, 2018; Evans, Schultz, & DeMars, 2014; Field, Parker, Sawilowsky,
& Rolands, 2013). Further robust research is needed to inform the broad
application of this approach across populations with ADHD.

039

4.3

106

“As children with ADHD are generally not eligible for publicly funded
services, CBT approaches may need to be accessed in the private sector”
this is not entirely correct. Children and adults with mental health co-
occurring disorders who have a mental health care plan, or who have
physical health complexities and have a chronic disease management
plan are eligible to receive therapy and intervention from psychologists
and other allied health practitioners who are registered to provide
therapy. Those health practitioners may charge a gap fee beyond the
government funded amount, however the gap fee is far cheaper than full
private sector fees.

039

4.3

100

Beyond specific treatment approaches, this whole section is missing an
important element which is psychological therapy, an intervention
approach that is much broader than CBT/DBT or other specific
approaches that are listed in the document. The limitations of employing
a single theoretical approach, such as CBT) in the treatment of ADHD are
highlighted in a recent scoping review by Champ and colleagues), and
broader non-pharmacological treatment approaches should be
considered (see Nimmo-Smith et al, 2020 and Munawar et al, 2021 for
scoping reviews).
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Suggest to include an additional section above ADHD coaches called
psychological intervention.

There are high rates of co-occurring psychiatric conditions in those with
ADHD, with between 65 — 89% of all individuals with ADHD having one or
more additional mental health disorders (Prevatt & Levrini, 2015), and
psychologists are best placed to provide non-pharmacological mental
health treatment in these instances. In addition to managing clinical risk,
it is also critical to address mental health symptoms since research
suggests those clients with more mental health symptoms make
significantly fewer gains in ADHD coaching and other forms of treatment
(Prevatt & Yelland, 2013).

Psychologists are fully registered with AHPRA and regulated to protect
the public. The services can be accessible with a mental health care plan
or chronic disease management plan. Psychologists are trained to
approach treatment with a client-centred and individualised approach
based on a client’s goals and values. They provide psychoeducation
regarding ADHD and related aspects including lifestyle factors such as
sleep, mood, nutrition. They provide therapy that is tailored to a client’s
needs. The therapy may be a CBT approach, and may contain elements of
other approaches such as ACT, DBT, and others. Importantly,
psychologists are trained in evidence-based therapies and specialise in
understanding a client’s needs and adapting their approaches
accordingly.

As with all health care professionals, it is appropriate for people with
ADHD to seek out a psychologist who specialises in the identification and
treatment of ADHD. AHPRA mandate that to engage with a particular
population, psychologists must be proficient in that domain. Proficiency
is gained through ongoing professional development and training
workshops and regular supervision with an expert in the domain.
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039 4.3 100 Also suggest including a section on neuropsychological intervention.

While the guidelines highlight the importance of adapting treatment to
the individual and their strengths, an understanding of the individual's
cognitive capabilities is central to this process. This is particularly
important given the inherent heterogeneity of cognitive deficits in ADHD.
Neuropsychology can provide characterisation of an individual's
cognitive strengths and difficulties, which is not only useful in increasing
awareness and tracking changes across the lifespan, but also in the
development of individualised and targeted treatment plans (Fuermaier et
al, 2019; Pritchard et al, 2014). The time, effort, and expense of
neuropsychology in ADHD is valued by an overwhelming majority (94%)
(Pritchard 2014).

This also speaks to the distinction between cognitive re-training (using
programs such as CogMed), and cognitive rehabilitation more broadly.
Unlike cognitive re-training, which uses drill and practice type techniques
to restore cognitive deficits and generally has limited far-transfer effects,
cognitive rehabilitation as guided by neuropsychological assessment can
incorporate individualised information about a client’s cognitive profile to
inform the development of meaningful compensatory and lifestyle
modifications, maximising a client’s cognitive strengths, while
consideration is made for a client’s broader functional ability in the
context of mental health and medical co-occurring disorders.
Neuropsychological assessment may also increase individual
compliance and adherence to other pharmacological and non-
pharmacological interventions (Pritchard et al, 2014; Fuermaier et al,
2019).
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ID: 040; PHILIP BIRD, Psychiatrist

General feedback

ID Feedback

040 | welcome these guidelines and | congratulate and thank all those involved in their development. | would like to focus on two specific issues which believe
need to be included in the guidelines.

In adult clinical practice it is evident that the sustained release formulations of stimulant formulations alone do not routinely provide adequate coverage or
flexibility throughout the day. The lack of recognition of the limitations of sustained release formulations often leads to substandard treatment though an
acceptance of excessive cognitive fatigue, impulsivity, mood lability and restlessness especially through the afternoon and evening. The re-emergence of
these core ADHD symptoms are frequently associated with deteriorating work performance and relationship difficulties. These limitations of long-acting
stimulant medications are identified in the CADDRA 2018 Guidelines.

There are often discussions amongst experienced adult ADHD clinicians about the frequent loss of efficacy experienced with some of the sustained release
stimulant formulations. This has become a very significant issue and | would hope that these guidelines should include relevant clinical issues worthy of
further investigation. Moreover, | consider that they are of a greater significance to clinical practice than the use of antidepressants et cetera in the
augmentation of ADHD treatment which does receive attention in these guidelines.

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Recommendation | Comment (Maximum 150 Words)
Technical Document) Document Number Number
040 Guideline document 5 25 5.4.1 ‘Immediate-release methylphenidate or dexamfetamine (short acting) should be

offered as the first line pharmacological treatment for adults with ADHD*. If one is
not effective the other type should be trialled’. It is not possible in an individual
to determine the effectiveness of either methylphenidate or dexamphetamine
unless some attempt is made to provide a comparison with the alternative
stimulant. Therefore, | consider it appropriate that the guidelines encourage a
trial of both stimulants unless there is a clear preference from the patient. |
am concerned that the current wording infers any benefit could be perceived
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as being sufficient rather than identifying the most effective treatment. | also
note the CADDRA 2018 Guidelines recommends an adequate trial of both
classes of long-acting psychostimulants before engaging in a trial of a
second-line treatment. Noting that, although they refer to long-acting
stimulants, the variability of individual response is acknowledged.

040 Guideline document 5 25 5.4.2 | am concerned there is risk of being too prescriptive in the recommendation
of at ‘least six week' trial of immediate release
methylphenidate/dexamphetamine before trial of a long acting stimulant is
undertaken. In adults, there are frequently difficulties with the adherence to
immediate release medication regimes and a deterioration in the therapeutic
benefit. Therefore, | consider it important to acknowledge that there will be
clinical variation in the length of IR trial. Whilst in my clinical practice |
routinely initiate stimulant medication with the immediate release
formulations | am also cognisant that this practice is not recommended in
the CADDRA 2018 Guidelines. Thus, | would consider a less prescriptive
recommendation to be more helpful.

040 Guideline document 5 26 5.5.1 It is undoubtedly sensible to consider to request a second opinion in
individuals where an individual patient does not respond to standard
treatment for ADHD, | would though question a single trial of either
guanfacine or atomoxetine with their differing therapeutic actions being an
appropriate threshold. It is likely therefore that a second opinion, subject to
review of the diagnosis and appropriateness of treatment undertaken may
suggest using the alternative non-stimulant. Moreover, it is increasingly
difficult to obtain second opinions from psychiatrists because of their current
workload. It is undoubtedly sensible to request a second opinion in
individuals where an individual patient does not respond to stimulant
therapy. | would emphatically support second opinions in individuals with
complex comorbidity, failure to respond to standard therapeutic approaches
or whether the dose of the stimulant medication could be questioned as
outside usual clinical practice.
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ID: 041; Australian Psychological Society

General feedback

ID Feedback

041 The Australian Psychological Society (APS) appreciates the opportunity to provide feedback on the Draft Australian Evidence-Based Clinical Practice Guideline
For ADHD (draft guideline) and commends the work of the Development Group in creating this important document. The APS is represented on the
Development Group and recognises the care and consideration provided by the highly experienced and qualified members of this group in the development
process. Our feedback includes comments and suggestions from APS members to ensure the broadest possible approach to our review of the draft guideline.
We acknowledge that the Development Group may have already considered many of these issues and have been somewhat constrained by methodology
requirements.

Notwithstanding this, the APS believes the draft guideline:
- Appears to minimise the role of psychology in the assessment, diagnosis and treatment of ADHD.
- Fails to sufficiently define the broad range of psychological interventions available for people with ADHD.

- Focusses on specific outcome measures (e.g., reduction of ADHD symptoms) which fail to account for improved wellbeing across various contexts (e.g.,
psychological, social, educational and vocational).

- Simplifies assessment as a means to diagnose without recognising its importance for treatment planning, which is particularly relevant for the provision of

psychological interventions.

The APS is concerned the draft guideline may have negative implications for psychologists working with people with ADHD (including impacting our
professional practice and issues related to indemnity), and lead to poorer psychosocial outcomes for consumers due to decreased psychological support
resulting from insufficient information about appropriate treatment options.
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Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
041 Guideline document Chapter 2 77 - 87 2.1 — 2.3 | The draft guideline omits to describe the clear benefits of a comprehensive
Diagnosis and (inclusive) | neurodevelopmental assessment, despite pointing to high risk group categories and
assessment the need to exclude neurodevelopmental or mental health conditions, along with the

requirement to assess a person'’s functional impairment and quality of life.
Neurodevelopmental assessment, while not required for diagnosis of ADHD, is
warranted in order to:

1. Identify and account for common comorbidities.
2. Identify a subgroup that is especially at risk of poor outcomes.
3. Provide recommendations and strategies to optimise functioning via

appropriate treatment.
4, Provide a differential diagnosis.

5. Ensure appropriate assessment of impairment and functioning.

A clinical practice point would help to ensure the above is clearly elucidated within the
draft guideline.

041 Guideline document Chapter 2: 78 2.1 — 2.3 | The draft guideline references CADDRA as a basis for its limited support for
Diagnosis & (inclusive) | neuropsychological testing. However, the CADDRA guidelines seem to have a more
Assessment nuanced perspective on neuropsychological testing than is represented in the draft

guideline, i.e., neurodevelopmental evaluations are noted as being “most useful in
situations of diagnostic uncertainty” (p5).

The APS questions the view that neurodevelopmental tests do not measure real-world

cognitive or academic impairments that characterise ADHD; particularly, as the
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CADDRA guidelines cite studies with supporting evidence for the validity of such tests
in assessing ADHD impairments.

The CADDRA guidelines also state that “Detailed history-taking (longitudinal cognitive
difficulties since childhood) and neuropsychological testing may help the clinician to
make a diagnosis of ADHD. In summary, diagnosis in older adults requires
identification of past and current symptoms/impairments, and differential diagnosis
should include other neuropsychiatric conditions.” (p36) This information appears not
to have been considered within the draft guideline.

041 Guideline document Chapter 2 78 2.1 = 2.3 | Inclusion of a clinical practice point in the draft guidelines would clarify that the results
Diagnosis and (inclusive) | of neuropsychological assessments are intended to be interpreted in parallel with
assessment and 4.3 other forms of assessment, i.e., clinical interview, rating scales, direct observation, and

information such as school reports. Indeed, research has found neuropsychological
testing increased specificity by 10% (see below).

Neuropsychological assessment is also valuable to clinicians in identifying established
coping mechanisms. There is evidence that this is beneficial to subsequent outcomes
for young people with ADHD; having implications for treatment.

e Pettersson, R., Séderstrém, S., & Nilsson, K. W. (2018). Diagnosing ADHD in
adults: an examination of the discriminative validity of neuropsychological
tests and diagnostic assessment instruments. Journal of attention
disorders, 22(11), 1019-1031.

e Pritchard, A. E., Koriakin, T., Jacobson, L. A., & Mahone, E. M. (2014).
Incremental validity of neuropsychological assessment in the identification
and treatment of youth with ADHD. The Clinical Neuropsychologist, 28(1), 26-48.
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041 Guideline document Chapter 3 87 3.1 The APS commends the draft guideline for recommending a multimodal treatment and
Treatment and support approach to assist people with ADHD.
support

041 Guideline document Chapter 4 100-106 | 4.3& 4.4 | The draft guideline has a limited consideration of psychological interventions relevant
Non- to the treatment of ADHD, i.e., “Cognitive behaviour therapy” (CBT) is used to describe
pharmacological a range of treatment options that psychologists would not ordinarily consider as
interventions appropriately defined under this one heading. Indeed, the MBS refers to Psychological

Strategies (evidence based psychological interventions that integrate research
evidence regarding clinical efficacy with clinical expertise) and delineates different
treatment options, i.e.: Psycho-education, Cognitive behavioural therapy, Relaxation
strategies, Skills training, Interpersonal therapy among others.

Terminology used to describe treatment modalities within the draft guideline should be
consistent with established understandings and include CBT as one option for
intervention, rather than as a broad brush descriptor of psychological interventions for
people with ADHD.

Recommendations 4.3/4.4 need to be changed, or include a clinical practice point, to
reflect these different treatment methods and to properly describe the diverse options
available to people with ADHD.

041 Guideline document Chapter 4 100-108 | 4.2.1- The APS ADHD practice guide (for psychologists providing services to people with
Non- 423 ADHD) includes evidence for interventions such as behavioural therapy (behavioural
pharmacological 431- parent training and behavioural classroom management), social skills training,
interventions 434 neurofeedback, and Cogmed.
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4398& Importantly:

4.4.4 1. Parent and family training, are understood as a form of behavioural therapy

typically delivered by psychologists.

2. Social skills training needs to be understood in broader terms, i.e. focussing
less on what to do in social situations and more on how . The APS ADHD
practice guide states; “children with ADHD know what they should be doing
(thus have the skills), but struggle to implement them.”

3. Neuropsychological interventions are not the same as neurofeedback or
cognitive training.

A clinical practice point with respect to the above considerations would provide clarity
regarding these forms of intervention, and could emphasise the most efficacious use
of these therapies for people with ADHD.

041 Guideline document Chapter 4 106, 4318& Despite the fact that “high quality evidence is lacking and among studies” (p. 109) the
Non- 109-110 | 44.5 draft guidelines state that ADHD coaches “could be considered as part of a treatment
plan”. While it is acknowledged that “ADHD coaching shares common elements with
CBT and other psychosocial treatments.” (p. 110), it seems to be emphasised as a
treatment option, despite the following statement; “evidence supporting coaching as
an intervention for ADHD is currently relatively weak”. (p. 110).

pharmacological
interventions

The APS suggests that psychological interventions, accessible and affordable via
Medicare, should be recommended as a first-line non-pharmacological treatment
option — for the benefit of consumers - at least until further evidence is forthcoming
about the efficacy of coaching as an intervention for people with ADHD.
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041 Guideline document Chapter 4 106 4 The following comment is made on page 106 of the draft guideline: “...in
Non- recommending CBT as a routine treatment, health inequity may result.” This implies
pharmacological causality.

interventions

The APS disagrees with this statement. In fact, the APS recommends the use of CBT
(and other treatments described under this banner in the draft guideline) for people
with ADHD. Psychologists provide a cost-effective option, particularly as psychological
treatment for people with ADHD is supported by Medicare, and is time limited as per
best practice for CBT. In addition, psychologists can provide concession rates or bulk
bill when indicated by a person'’s financial circumstances.

041 Guideline document Chapter 4 100-108 | 4 The draft guideline minimises the role of psychologists in assisting people with ADHD.
Non- A focus on symptom reduction as an outcome measure seems to have influenced this
pharmacological decision, without due regard to the psychosocial benefits, and improved experience,
interventions resulting from psychological interventions.

A biopsychosocial approach to ADHD (that is neuro-divergent affirmative), aimed at
improving case conceptualisation and providing holistic treatment (that adequately
accounts for people from psychosocially vulnerable groups) is required.

The addition of a clinical practice point to clarify that the intent of psychological
treatment for people with ADHD is to improve social, cognitive, relational, educational
and vocational issues (and address co-morbidities) rather than to necessarily reduce
core symptoms, would rectify this.

Feedback On Evidence
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and assessment
&
Chapter 5

Pharmacological
interventions

21-23
(inclusive)

K., Sims, R., & Barratt, A. (2021).
Overdiagnosis of attention-
deficit/hyperactivity disorder in children
and adolescents: a systematic scoping
review. JAMA network open, 4(4), e215335-
€215335.

ID Section Of Document Recommendation | Evidence Details Comment
Number (example) (Maximum 150 Words)
041 Chapter 2 - Diagnosis Recommendations | Kazda, L., Bell, K., Thomas, R., McGeechan, | This review found evidence of ADHD over diagnosis and

overtreatment in pharmacological treatment for children and
adolescents. Evidence gaps remain and future research is needed,
in particular research on the long-term benefits and harms of
diagnosing and treating ADHD with pharmacological treatment in
youths with milder symptoms.

Practitioners should be mindful of these knowledge gaps to ensure
safe and equitable practice and policy.

ID: 042; Deidentified

General feedback

ID

Feedback

042

An enormous amount of care and consideration has clearly gone into these guidelines.

| am pleased to see that diagnoses can be made by suitably qualified professionals, which certainly include Clinical Neuropsychologists, given our professional
expertise in obtaining detailed developmental histories, characterisation of symptoms (both through descriptive and psychometric tools) and consideration of
the impact of differentials, which can be complex (e.g. ASD v ADHD, trauma v ADHD). The information gleaned from a Neuropsychological Assessment is most

effective when shared with a multidisciplinary team.
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Feedback On Recommendations

ID Document (Guideline Or Section Of | Page Rec Comment
Technical Document) Document | Number Number (Maximum 150 Words)
042 Guideline 2.1 78 The broader context of CADDRA guidelines needs to be acknowledged as CADDRA stipulate

the following “While, neuropsychological and psychoeducational evaluations are frequently
recommended, these are most useful in situations of diagnostic uncertainty[34]"

The current wording in the AADPA guidelines does not acknowledge that
neuropsychological evaluations are not the sum total of cognitive test scores, but rather
the formulation is based on a much more comprehensive evaluation. As a profession,
Clinical Neuropsychologists are uniquely placed to make complex differential diagnoses
involving cognitive and behavioural processes, which is at the nexus of ADHD.

What is described in the AADPS guidelines is more akin to a cognitive assessment, which is
not comparable to a neuropsychological evaluation. It is suggested that the terminology
should be changed to cognitive testing.

042 2.2 80 The overlap between ADHD symptoms and trauma should be acknowledged. This is a
difficult differential and one within the skill set of a Clinical Neuropsychologist.

81 2.2.1 Update the table to include trauma.

042 Guideline document 4.5 109 4.5 ADHD coaching is an unregulated industry. Instead of exposing clients and their families to
potential risk, the services provided by this industry are within the domain of a Clinical
Neuropsychologist. Further, these services can be accessed through a Mental Health Care
Plan as they involve to provision of Focused Psychological Strategies.

042 4.3 100 Given the skillset of Clinical Neuropsychologists, it seems appropriate to acknowledge the
role of a Neuropsychological Interventions. Neuropsychologists are extremely well placed
to explain comorbidities and cognitive processes in digestible terms and to use this
information to develop individualised interventions (Fuermaier et al, 2019; Pritchard et al,
2014).
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ID: 043; Deidentified

General feedback

ID Feedback

043 1. Consider including discussion in pharmacological section concerning administering of medication to a child with SADHD without their knowledge. | am not
sure if a recommendation discouraging this is appropriate.

2. Education settings should include an ADHD category for additional funding (relevant in existing models and sperate to challenging behaviour categories).
For example, the Victorian Education Department Program for Students with Disabilities does not include an ADHD category. Although the funding model is
changing, it is not yet clear how children and young people with ADHD will be supported.

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment
Technical Document) Document Number | Number (Maximum 150 Words)
043 Guideline Document Summary of 11 Prior to table of summary of recommendations include a comment explaining/defining
Recommendations a clinician. All clinicians are not able to administer pharmacological treatment, hence a

distinction should be made here.

043 Guideline Document Summary of 13 2.1 Assessment should consider differences relating to identified subgroups that may
Recommendations impact presentations of the person with ADHD.

043 Guideline Document Summary of 14 2.2 Co-occurring conditions: no mention of eating disorders as a co-occurring condition.
Recommendations References below:

Bleck, J. R., DeBate, R. D., & Olivardia, R. (2015). The comorbidity of ADHD and eating
disorders in a nationally representative sample. The Journal of Behavioral Health Services
& Research, 42(4), 437-451.
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Levin, R. L., & Rawana, J. S. (2016). Attention-deficit/hyperactivity disorder and eating
disorders across the lifespan: a systematic review of the literature. Clinical Psychology
Review, 50, 22-36.

Guideline Document Summary of 14 2.2.1 This section should include developmental trauma and trauma as differential diagnosis.
Recommendations These symptoms can look very similar to ADHD, and may be more likely to be present in
sub-groups.
043 Guideline Document Summary of 15 2.3.1 No mention of executive function issues, such as sequencing, staying on task, goal
Recommendations completion. Or difficulties with working memory, holding things in mind (which impact

aforementioned). Although these are discussed in other sections, it may be worthwhile
to include in the recommendations.

043 Guideline Document Summary of 26 and 5.6 Factors influencing medication choices: include details regarding ability for person
Recommendations | 117 (child) with ADHD to swallow tablets. Some medications may be taken in other forms
and Chapter 5 onwards e.g. dissolved with water. Secondly, ability for person (child) with ADHD to take

medication as prescribed (e.g. daily), especially if medication may impact blood
pressure and cannot be stopped without medical management from medical
practitioner.

Details could be included that support the development of skills to swallow a tablet. For
instance. If a person with ADHD would like to include medication as part of the
treatment plan but is unable to take tablets suggest involvement of a speech
pathologist or OT to develop this skill.

References relating to difficulty with swallowing and other options available:

Childress, A.C., Beltran, N., Supnet, C., & Weiss, M. D. (2021). Reviewing the role of
emerging therapies in the ADHD armamentarium. Expert Opinion on Emerging Drugs,
26(1), 1-16. https://doi.org/10.1080/14728214.2020.1846718

Leahy. (2018). Diagnosis and treatment of ADHD in children vs adults: What nurses
should know. Archives of Psychiatric Nursing, 32(6), 890—895.
https://doi.org/10.1016/j.apnu.2018.06.013
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043 Guideline Document Summary of 27 5.7.2 Include - monitor and record of adverse effects by parents/carers for children and
Recommendations young people taking medication for ADHD. In addition to “People taking medication for
ADHD should be encouraged to monitor and record their adverse effects.”
043 Guideline Document Chapter 5 117 5.8.2 Suggest the person with ADHD have a friend (mentor, family member, trusted adult) to
onwards check in with them about their medication use. This may be similar to peer support.
043 Guideline Document Chapter 5 117 5.7 or Consider including follow up of feelings, understanding, about taking medication with
onwards | 5.8 the person with ADHD (guilt, shame, something wrong with me, feeling strange due to
medication, head feels different, thinking is weird, etc). This could be included in either
5.7 or 5.8 or both.
043 Guideline Document Summary of 32 7.3 Professional training should include presenters, case studies, involvement of people
Recommendations with ADHD.
043 Guideline Document Chapter 8 158 Relevant | Maybe include a summary about the James Lind Alliance. How does this priority setting
t08.1.1 | process work? Could a process like that used by the Autism CRC to set research
priorities also be considered? To be included in a recommendation ideally detail in the
discussion should be included.

ID: 044, Deidentified

General feedback

ID

Feedback

044

Consultation inaccessibility:

e Plain language summaries or alternative media formats of the consultation documents have not been provided.

e  The format of this information is extremely difficult to process even for an epidemiologist with ADHD.

e  Over 600 pages of documentation inherently excludes people with ADHD from participating in consultation.

e The strength-based description should be prioritised and listed before or instead of deficits; descriptions written by ActuallyADHD people should be

included.
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e Researchers with lived experience of ADHD need to be included on the review taskforce, as well as plain language summaries and focus groups for

meaningful community consultation.

Blind spots in selected evidence:

e Discrimination and stigmatisation (for age and neurodiversity) is embedded in the current PBS rules for ADHD medications.

e  People with ADHD have higher rates of chronic musculoskeletal and orofacial pain in all age groups, but pain is not mentioned (except as a medication
side effect), and there should be routine cross-screening of pain and ADHD.

e ADHD diagnosis for adults is only available through expensive private clinicians, which can delay diagnosis by years or prevent it.

e Toreduce stigma, prejudice, blind spots and misunderstandings, peer workers and clinicians with lived experience of ADHD are essential.

e  Family economic burdens are not adequately addressed, as neurodiversity runs in families.

Feedback On Recommendations

ID

Document (Guideline Or Section Of
Technical Document) Document

Page
Number

Rec
Number

Comment (Maximum 150 Words)

044

Guideline

19-20

42&43

Parent/family training should include teacher training, and communication between
family/teachers.

044

Guideline

29

5.8.2

Prescription barriers are a significant cause of poor medication adherence and are not
considered here. As a structural barrier, this cannot be changed by clinician or individual
behaviour related to medication adherence, and is currently a form of systemic discrimination
against people with ADHD that prevents continuous access to essential medications.
Prescription barriers (21-day renewals, no delivery, no changing pharmacies) stigmatise
people with ADHD, leads to negative health, economic, and social outcomes by causing non-
adherence. Current guideline focuses on preventing neurotypical criminals from selling our
essential medication as street drugs, rather than acknowledging the health needs and
executive function burden of managing ADHD in neurodivergent families.

044

Guideline

33

7.4

Peer workers and clinicians with ADHD should be hired to work directly with people with
ADHD and to inform the design of services, activities, navigation support, and care pathways.
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044 | Guideline 33 8 Researchers with lived experience of ADHD should be included in all research priority setting
and research co-design activities — as part of the core leadership team, not merely via
external consultation.

044 | Guideline 33 8 Appropriate dissemination and evaluation of research impact has been excluded. Plain
language summaries, multimedia summaries, and Q&A focus groups should be provided in
addition to lengthy reports and scientific documents for community engagement to be
effective or meaningful.

044 | Guideline 14-15 2.2.1& People with ADHD have higher rates of chronic musculoskeletal pain (80%), dysautonomia,
2.2.2 and hypermobility (51%). Call for routine cross-screening of pain, hypermobility,
dysautonomia, and ADHD when any is present, and integrated multimorbidity management.

044 | Guideline 12-13 1.21& Unrecognised ADHD leads to increased suicidality and disordered substance use. 60% of
1.2.3 youth with mental health problems do not receive the care they need, even after suicide
attempt. Screening high risk groups for ADHD should occur in schools, GPs, and ED
presentations, alongside suicide prevention screening.

Feedback On Evidence

ID Section Of Rec Evidence Details (example) Comment (Maximum 150 Words)
Document Number
044 2.2.1& Csecs, J.L.L. et al. (2022) “Joint Hypermobility Links Elevated rate of musculoskeletal pain, dysautonomia, and
2.2.2 Neurodivergence to Dysautonomia and Pain” Frontiers in hypermobility in neurodivergent group (OR = 4.51) than control
Psychiatry (Research Topic: Neurodevelopmental, group. 51% of ND adults had joint hypermobility, which mediated
Neuropsychiatric and Psychosocial Correlates of Joint pain and dysautonomia. Call for routine cross-screening of pain,
Hypermobility and Related Disorders) 12. hypermobility, dysautonomia, and ADHD when any is present, and
https://doi.org/10.3389/fpsyt.2021.786916 integrated multimorbidity management.
044 2218& Baeza-Velasco C. et al. (2018) “Attention- “Impaired coordination and proprioception, fatigue, chronic pain, and
222 deficit/hyperactivity disorder, joint hypermobility-related dysautonomia are identified as potential bridges between ADHD and
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disorders and pain: expanding body-mind connections to [joint hypermobility] JH.” Call for routine cross-screening of pain,

the developmental age.” Atten Defic Hyperact hypermobility, dysautonomia, and ADHD when any is present, and
Disord.10(3):163-175. https://doi.org/10.1007/s12402- integrated multimorbidity management.
018-0252-2
044 2.2.1& Glans M. et al.(2021) Association between adult attention- | 431 adults with ADHD, 417 controls. ADHD associated with
222 deficit hyperactivity disorder and generalised joint symptomatic joint hypermobility (OR = 6.9). Call for routine cross-
hypermobility: A cross-sectional case control comparison. | screening of pain, hypermobility, dysautonomia, and ADHD when
J Psychiatr Res. 143:334-340. any is present, and integrated multimorbidity management.

https://doi.org/10.1016/j.jpsychires.2021.07.006

044 1.21& Horowitz, L. M. et al. (2009). “Suicide screening in schools, | Unrecognised ADHD leads to increased suicidality and disordered
1.2.3 primary care and emergency departments.” Current substance use. 60% of youth with mental health problems do not
opinion in pediatrics, 21(5), 620-627. receive the care they need, even after suicide attempt. Screening
https://doi.org/10.1097/MOP.0b013e3283307a89 high risk groups for ADHD should occur in schools, GPs, and ED

presentations, alongside suicide prevention screening.

ID: 045; Louise Brown, PhD Candidate

General feedback

ID Feedback

045 From the introduction on page 34 onwards, the guidelines are beautifully written as they contain respectful language and honour people with lived experience
of ADHD. It also acknowledges the unmet needs of consumers and aligns with recovery, acceptance of disability and shared management principles.

The Executive Summary, however, is difficult to read. It appears disjointed and some of the sentences don't make sense - they are long and wordy (i.e.,

‘clinicians should explain all the treatment options available and information about how they can treat their ADHD and minimise symptoms interfering with the
enjoyment of their lives', 'as a child with ADHD grows up, their clinicians should plan for a smooth move from health services for children to health services for
adolescents, and later for adult health services', 'before prescribing medicines to help people treat their ADHD, clinicians should make a careful assessment of
the person’s general health and should explain all the treatment options including benefits and possible side effects.’ The Executive Summary, as well as some
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of the recommendation statements, also drop the alignment with recovery, acceptance of disability and shared management principles that is evident in the
fully summary, which give them more of a paternalistic feel.

Please consider editing the Executive Summary and some of the recommendation statements accordingly. The Executive Summary and recommendation
statements are the first thing (and sometimes the only thing) that people read. Therefore, the tone and language used has a huge impact.

Examples of how to align the Executive Summary with the rest of the guidelines (further feedback is provided in the ‘Feedback On Recommendations’ section)

From Executive Summary, page 9: When a clinician makes the diagnosis of ADHD, they should provide the person (or their parents/carers) with information and
support that aligns with best evidence-based practice, encompasses recovery, acceptance of disability and shared management principles.

2.1.1 Assessment for diagnosis of ADHD should include all of the following:

- a full clinical and psychosocial assessment of the person, including discussion about their strengths and symptoms in the different domains and settings of
the person's everyday life

- a full developmental, mental health and medical history, and
- observer reports and assessment of the person’s strengths, symptoms and mental state
- a medical assessment to exclude other causes of the symptoms, or associated disorders that also require investigation, intervention and support.

2.1.7  Significant weight should be given to should be placed on the views of people with ADHD, including children and young people, when determining the
importance of their impairments symptoms and limitations.

Please consider substituting the word disorder with condition where possible please, and try to avoid using words like impairment. Instead, maybe use words
like symptoms, challenges, difficulties, differences, limitations, or atypical, instead. It might also be helpful to provide definitions for the words could, should,
etc., earlier in the document so that the Executive Summary and recommendation statements are read for the first time with these definitions in mind.

Lastly, please consider placing caveats around the parent training recommendation.
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Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment
Technical Document) Document Number | Number (Maximum 150 Words)
045 Guideline document Summary of Pg13 2.1.1 Assessment for diagnosis of ADHD should include all of the following:
recommendations  afull clinical and psychosocial assessment of the person, including a-diseussion
about their strengths and symptoms and how they present in the different
domains and settings of the person's everyday life
e afull developmental, mental health and medical history,-and
e observer reports and assessments of the person’s strengths, symptoms and
mental state
e amedicalassessmentto-exclude consideration of, and appropriate investigation
into, other possible causes for the person’s symptoms, er-associated-conditions
disorders-that-alsorequireinvestigation;-along with any necessary intervention
and support.
045 Guideline document Summary of Pg13 2.1.2 Include an assessment of the person’s needs, functional or participatory strengths and
recommendations challenges, impairments and quality of life.
045 Guideline document Summary of Pg14 | 217 Significant weight should be given to sheuld-be-placed-on the views of people with ADHD,
recommendations including children and young people, when determining the importance of their
impairments symptoms and limitations.
045 Guideline document Summary of Pg14 2.2.1 As ADHD commonly co-occurs with other diserders- conditions (see recommendations
recommendations 1.1.1,1.1.2), when a diagnosis of ADHD is made the presence of other disorders
conditions should be considered, including;
045 Guideline document Summary of Pg15- | 23.1 During the diagnostic process and when providing on-going treatment and support,
recommendations | 16 clinicians should provide the person er and/or their carers with education and

information on the causes hereditary nature of ADHD, the possible underlying cognitive
differences associated with ADHD, the potential consequences of ADHD, and the
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evidence-based treatments and support available, in a non-judgemental way that instils
hope and motivation.

(Rationale: Although it is important for people to understand the hereditary nature of
ADHD, telling them about other possible causes can foster unnecessary guilt and shame.
It's more informative and empowering to help people understand that the brains of
children with ADHD's appear to develop at a slower rate than their typically developing
peers, and therefore, children with ADHD are likely to lag behind in the development of
their cognitive skills. And because the ADHD brain also appears to connect and
communication differently even in adulthood, some of the cognitive differences
displayed by children tend to continue throughout the lifespan).

Both positive and negative impacts could be discussed, as appropriate, including
information about the:

e understanding-of core symptoms and underlying cognitive differences
associated with of ADHD, as well as how these differences can affect people with
ADHD i.e. due to differences in working memory, inhibitory control, cognitive
flexibility and reward processing capacity, people with ADHD may have difficulty
remembering instructions, requlating their emotions,-and switching attention
when required, accurately perceiving time, delaying gratification, and initiating
tasks that are not engaging (even when the importance of a task is understood)

» influence situation variation and personal interest and stress can have on the

severity of ADHD symptoms and the associated impairments cognitive
differences may-vary-depending-on-many factors such-aslevel of personal
interest and stress

e benefits of identifying and building on individual strengths and interests
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e pharmacological treatment options and how they work

e non-pharmacological treatment and support options that can be beneficial
depending upon a person’s needs and preferences i.e. psychology, occupational
therapy, coaching, etc

e environmental modifications that can be made put in place to help te-the
individual function more effectively

e possible educational and occupational issues that can arise and_their rights to
access reasonable adjustments at school, university and in the workplace

e possible positive and negative impacts of receiving a diagnosis i.e. having a
diagnosis can be empowering as it can help to foster self-awareness, self-
acceptance, and self-empowerment as well as assist in the development of
appropriate environmental modifications, however, sometimes it can also lead to

stigmatisation
e possible secondary impacts of ADHD such as learning difficulties, anxiety, sleep

disorders, oppositional symptoms, depression, and reduced self-esteem and the
need to address these issues if they arise

e impact driving unmedicated can have on an individual has with ADHD is-het

treated
e possible increased risk of self-medicating and substance misuse and what to do
if at risk
ible risk of self-medicating.

. | risk of sul .

e possible impact ADHD can have on relationships and how to seek appropriate
support if required

e treatment and support options available for ADHD when a person has a co-
occurring mental health or neurodevelopmental diserder condition

The order of the above has been changed.
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recommendations

045 Guideline document Summary of Pg16 2.3.3 Clinicians should provide information to people with ADHD (and their families and carers,
recommendations as appropriate) in a form that is tailored to:

e their developmental and reading level, cognitive style, emotional maturity and
cognitive capacity, considering any learning disabilities, sight or hearing
problems, delays in language development or social communication difficulties

e any co-occurring neurodevelopmental and mental health disorders

e their individual needs and circumstances, including age, gender, culture,
educational level and life stage.

The language used by clinicians when providing information should be non-judgemental
and the information provided should be recovery focused and foster hope and personal
empowerment.
045 Guideline document Summary of Pg16 2.3.4 e plainly worded, clearly presented and free of jargon and judgemental language
recommendations
Is it worth adding that if the clinical does not have time to provide this information they
should refer people to ....
045 Guideline document Summary of Pg17 2.3.7 co-occurring disorder-condition
recommendations
045 Guideline document Summary of Pg17 2.3.8 When a person with ADHD has a co-occurring diserder condition
recommendations
045 Guideline document Summary of Pg18 3.3.1 Clinicians should explain the benefits of, and offer to facilitate, multimodal treatment and

support approach-that takes into consideration the person’ s personal strengths,
interests, and ..

Components of multi-modal treatment and support should include lifestyle ehanges, non-
pharmacological and-pharmacological options interventions
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045 Guideline document Summary of Pg18 3.1.2 ... should suggest that a care coordinator-is-invelved- is appointed.
recommendations

045 Guideline document Summary of People with ADHD whe-require-ongeing-care should receive support to transition between
recommendations Pg 18 3921 servicesincluding different services and between different tiers of the health system
according to their need and preferences ...

Clinicians should identify such-people transition needs early

045 Guideline document Summary of Pg18 4.1.1 Original statement sounded presumptuous.
recommendations Clinicians should efferguidance-onlifestyle factors-to-help identify whether people with
ADHD would benefit from guidance on life style factors that:
e ensure..
045 Guideline document Summary of Pg19 4.1.2 Original recommendation risked coming across as ableist and paternalistic.

recommendations

Any assistance offered to people with ADHD should be recovery focused in that it (1)
helps them to understand their ADHD and to identify their personal needs and goals, (2)
assists them to work out for themselves what strategies are likely to be effective, and (3)
allows them to make mistakes and show themselves self-compassion. The role working
memory, inhibition, interest and novelty play in keeping these strategies going also needs
to be explained so people with ADHD can adjust their strategies accordingly.

045 Guideline document Summary of Pg19 4.2.3 As above.
recommendations

045 Guideline document Summary of Pg19 4.2.1 Caveats need to be place around the type of parent training offered.
recommendations

Currently no studies examining the long-term, psychological impact parent training (or
the use of operant conditioning and positive behaviour support techniques) may have on
children with ADHD in adulthood, appear to have been conducted.
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There is a chance that current parent training programs are ineffective at fostering in
parents of children with ADHD the knowledge and understanding they require to
accurately interpret their child's challenges and respond to them in a competent, attuned
manner. The parenting advise they contain may also damage the parent-child attachment
relationship and cause psychological harm by irreparably harming a child’'s emerging
self-concept and self-esteem

An accurate understanding of ADHD, including the underlying developmental delay and
cognitive differences associated with the disorder, is required to accurately interpret a
child with ADHD's challenges and to respond to them in a competent, attuned manner.

Parent training programs tend to be incorporate operant conditioning or positive
behaviour techniques.

For operant conditioning techniques to be effective, any challenging behaviour displayed
by a child needs to be voluntary in nature. However, the behaviour displayed by children
with ADHD is a reflection of their underlying ADHD. It's not a choice or under their ability
to control. As a result, the use of operant conditioning techniques tends to result in
children with ADHD being punished for things that are outside of their control. The use of
operant condition techniques may also impede the development of self-regulation and
self-determination in children with ADHD as they promote the exertion of parent
dominance, demand compliance, and remove free will.

The use of positive behaviour support techniques can also be problematic, especially if
used to try and get a child with ADHD to do something they have not yet developed the
ability to do due. Used in this manner, rewards become a form of punishment. The
removal of rewards can also evoke the fight or flight response and emotional
dysregulation. Furthermore, in the literature, the principle underlying positive behaviour
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support is normalisation, which gives the message to a child that something is wrong
with them.
045 Guideline document Summary of Pg19 4.2.3 Parent/family training should be tailored to their child’s diagnosis of ADHD and include
recommendations strategiesto:
¢ information that enables participants to better understand ADHD and the
underlying cognitive differences and developmental delay associated with the
condition
e advice on how to incorporate this knowledge into daily parenting in a way that
o ensures their preschooler with ADHD feels heard and validated
o protects the parent-child attachment relationship and the preschoolders
emerging self-concept and self-esteem
o promotes a positive, predictable environment and provides assistance
with routines, transitions and emotional regulation
o fosters engagement and assists the preschooler to successfully meet
expectations and maintain their social relationships
o strategies that promote parental self-care and resilience.
045 Guideline document Summary of Pg19 4.3.1 Caveats need to be place around the type of parent training offered.
recommendations
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Currently no studies examining the long-term, psychological impact parent training (or
the use of operant conditioning and positive behaviour support techniques) may have on
children with ADHD in adulthood, appear to have been conducted.

There is a chance that current parent training programs are ineffective at fostering in
parents of children with ADHD the knowledge and understanding they require to
accurately interpret their child's challenges and respond to them in a competent, attuned
manner. The parenting advise they contain may also damage the parent-child attachment
relationship and cause psychological harm by irreparably harming a child’'s emerging
self-concept and self-esteem

An accurate understanding of ADHD, including the underlying developmental delay and
cognitive differences associated with the disorder, is required to accurately interpret a
child with ADHD's challenges and to respond to them in a competent, attuned manner.

Parent training programs tend to be incorporate operant conditioning or positive
behaviour techniques.

For operant conditioning techniques to be effective, any challenging behaviour displayed
by a child needs to be voluntary in nature. However, the behaviour displayed by children
with ADHD is a reflection of their underlying ADHD. It's not a choice or under their ability
to control. As a result, the use of operant conditioning techniques tends to result in
children with ADHD being punished for things that are outside of their control. The use of
operant condition techniques may also impede the development of self-regulation and
self-determination in children with ADHD as they promote the exertion of parent
dominance, demand compliance, and remove free will.

The use of positive behaviour support techniques can also be problematic, especially if
used to try and get a child with ADHD to do something they have not yet developed the
ability to do due. Used in this manner, rewards become a form of punishment. The
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removal of rewards can also evoke the fight or flight response and emotional
dysregulation. Furthermore, in the literature, the principle underlying positive behaviour
support is normalisation, which gives the message to a child that something is wrong

with them.
045 Guideline document Summary of Pg 20 434 Parent/family training should be tailored to their child’s diagnosis of ADHD and include
recommendations strategiesto:

e information that enables participants to better understand ADHD and the
underlying cognitive differences and developmental delay associated with the
condition

e advice on how to incorporate this knowledge into daily parenting in a way that

o ensures their child with ADHD feels heard and validated
o protects the parent-child attachment relationship and the child’s
emerging self-concept and self-esteem

o promotes a positive, predictable environment and provides assistance
with routines, transitions and emotional regulation
o fosters engagement and assists the child to successfully meet
expectations and maintain their social relationships
e strategies that promote parental self-care and resilience.

045 Guideline document Summary of Pg 20 4.3.5 As there is very low evidence that cognitive behaviour therapy is beneficial for children
recommendations with ADHD, why state that it could be beneficial, especially as it could also cause
harmful. Often children have not yet developed the ability to apply what they are taught in
CBT, which makes them feel worse about themselves. CBT puts the ownness on the child
to accommodate their ADHD challenges rather than on the parents or the school. It also
fosters inappropriate expectations in parents.

045 Guideline document Summary of Pg 20 4.3.6 Cognitive behaviour therapy could be offered to adolescents with ADHD.
recommendations

045 Guideline document Summary of Pg 20 4.3.8 Cognitive behaviour therapy should be specific to the needs of the young person with
recommendations ADHD, incorporate recovery principles, and foster hope and person empowerment.
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045 Guideline document Summary of Pg 21 4.4.3 Cognitive behaviour therapy should be specific to the needs of adults with ADHD,
recommendations incorporate recovery principles, and foster hope and person empowerment.

045 Guideline document Summary of Pg 21 4.4 Non-pharmacological treatment and support should encompass recovery principles and
recommendations foster hope and personal empowerment. They should also be tailored to the individual's

needs, wants and priorities of a person with ADHD.

That is, non-pharmacological treatment should (1) foster in individuals with

ADHD the ability to understand their ADHD as well as help them to identify their personal
needs and goals, (2) assists them to work out for themselves what strategies are likely to
be effective, and (3) allow them to make mistakes and show themselves self-
compassion. The role working memory, inhibition, interest and novelty play in keeping
these strategies going also needs to be explained so people with ADHD can adjust their
strategies accordingly.

RE: the balance of risks and benefits - I'm unaware of any evidence that shows non-
pharmacological treatment and support may have a positive effect on ADHD symptoms
beyond an hour or so of completion i.e., once a person stops exercising. Instead, non-
pharmacological treatments can (1) have a positive influence on a person with ADHD's
physical and mental health and wellbeing, (2) help them to understand and accept
themselves and their diagnosis and process past experiences, and (3) learn how to
embrace their strengths and scaffold their challenges.

If something is not making a difference, then the person with ADHD should be
encouraged to listen to themselves and be given permission to stop treatment, as well as
the option to try another treatment.

Also, the time it takes to participate in non-pharmacological treatment and support
should not increase the stress the person with ADHD experiences. Instead, non-
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pharmacological treatment and support should be provided in a manner that
accommodates people with ADHD and their challenges, and not make a person feel bad
about themselves if they are unable to abide by any recommendations.

045 Guideline document Summary of Pg 22 5.5.1 Consider adding:

recommendations e explain to the person with ADHD or their carers

o the influence AHDH medication can have on a person’s self-awareness
and prepare them for this awareness

o that medication reduces symptoms but rarely takes them away
completely, therefore, it is important to have realistic expectations and
ensure medication is only one part of a person'’s treatment and support

plan.

045 Guideline document Summary of Pg 23 51.2 Disorders conditions
recommendations

045 Guideline document Summary of Pg 23 5.1.5 Functional impairments challenges or difficulties
recommendations

045 Guideline document Summary of Pg 24 5.1.6 Functional impairments challenges or difficulties
recommendations

045 Guideline document Summary of Pg 24 51.7 Disorders conditions
recommendations

045 Guideline document Summary of Pg 24 5.2.1 Managing-ADHDB-in-children caring for young children with ADHD
recommendations

045 Guideline document Summary of Pg 26 5.6.1 Disorders conditions
recommendations

045 Guideline document Summary of Pg 26 5.6.3 Other medical diserders- conditions contributing

recommendations
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recommendations

045 Guideline document Summary of Pg 27 5.7.1 Diserders conditions
recommendations
045 Guideline document Summary of Pg 27 57.4 Disorder-condition
recommendations
045 Guideline document Summary of Pg 28 5.7.5 Consider adding:
recommendations Signs of self-awareness induced anxiety or depression that has resulted from taking
ADHD medication
045 Guideline document Summary of P28 5.7.6 If a child or young person’s height over time is significantly affected by medication ... a
recommendations break in treatment over the school holidays could be considered. The benefits of a
planned break in treatment should be weighed up against the possible effect stopping
medication could have on a young person'’s (1) ability to meet expectations and achieve
their goals, (2) comments and feedback they will receive from others, (3) self-concept
and esteem, (4) positive habit development, and (5) relationships with family and friends.
The child and the child’s parents should be provided with all the information required to
make an informed decision.
045 Guideline document Summary of Pg 29 5.8.2 When possible, keep medication visible. Dosette boxes and weekly pill organisers can be
recommendations very helpful.
045 Guideline document Summary of Pg 29 58.4 Shouldn't education about medication primarily come from the prescribing physician or a
recommendations nurse?
045 Guideline document Summary of Pg 30 6.1.1 Disorders conditions
recommendations
045 Guideline document Summary of Pg 31 7.1.1 Disorders conditions
recommendations
045 Guideline document Summary of Pg 31 7.1.3 ADHD tends to be a life-long disability, therefore to ensure
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045 Guideline document Summary of Pg 32 7.2.2 Learning support plan
recommendations

045 Guideline document Summary of Pg 32 7.2.3 Implement treatment learning support plans
recommendations Do you mean ‘intervention recommendations’ Or ‘treatment and support'?

045 Guideline document Summary of Pg 32 7.3.1 Information about ADHD and_it’s-treatment ADHD treatment and support options should
recommendations be....

045 Guideline document Summary of Pg 32 7.3.2 Not all organisations that provide services to people with ADHD will contain medical
recommendations personal. Consider how this could be word this for clarity?

Maybe - diagnose or refer people for diagnosis and treatment?
Please consider changing the word ‘treat’ to ‘providing treatment and support for'.

045 Guideline document Summary of Pg 32 7.3.3 Please consider changing the word ‘treat’ to ‘providing treatment and support for'.
recommendations

045 Guideline document Summary of Pg 33 734 Ongoing professional development in the-treatment ADHD treatment and care options
recommendations

045 Guideline document Summary of Pg 33 7.4.2 ... to provide integrated models of care that encompass recovery principles and with a
recommendations focus on shared decision-making.

045 Guideline document Summary of Pg 33 8.1.1 ... involving all key stakeholders, including people with lived experience of ADHD, and
recommendations following established _participatory research methods

045 Guideline document Back ground Pg 58 ... neurodevelopmental diserder-condition

045 Guideline document Co-occurring Pg 68 Co-occurring diserders conditions
disorders
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ID: 046; Deidentified

General feedback

ID Feedback

046 1. Inconsistency across the draft in the use of consumer-friendly/neurodiversity-affirming language. The ‘context and background’ section is good —
other sections need to match this standard, particularly the Executive Summary

2. The presentation of the recommendations at the front of the draft document, without explanatory material around ‘strength’ and ‘certainty’ allows for
misinterpretation

3. A biopsychosocial approach is not represented in this draft. Examples of a medical/disease model of ADHD taking precedence are: Outcome
measures used are appropriate for pharma interventions but not for non-pharma interventions; Volume of pharma vs non-pharma content suggests an
intention to upskill prescribing practitioners, but not non-prescribing practitioners; Clinical questions for “Care pathways — (non-pharmacological and
pharmacological) are answered in the pharma recommendations and not at all for non-pharma interventions; CPPs from the pharma intervention section have
a non-pharma equivalent that is not included (e.g. 5.5.1, 5.6.1,5.6.2,5.7.1,5.7.2,5.7.3,5.7.4,5.8.1,5.8.2,5.9.1, and 5.9.2); Side-by-side comparisons of draft
sections suggest unequal treatment of the pharma vs non-pharma intervention context. e.g. the adherence sections (4.4 vs 5.8), clinical considerations for
implementation (p112 vs p140) and the GRADE Evidence to recommendation frameworks (in the technical report - page 168 vs p279 onwards

| expect that the addition of CPPs to the non-pharma recommendation set would address the lack of balance, and keep the full set in line with the intention
communicated in introductory sections.

There are many great things in the draft — just no word count left, sorry!

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Rec Number Comment (Maximum 150 Words)
Technical Document) Document Number
046 Guideline document 7.3 Professional p32 731-734 These four recommendations taken together leave the reader with the
training perception that non-medical health/allied health professionals shouldn't
recommendations be identifying and diagnosing ADHD. An alternative interpretation would
be that the guidelines are suggesting that non-medical health/allied
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health professionals simply do not require any professional training to do
this. More specific statements about psychologists, OTs, and other
professions involved in ADHD treatment are needed here to clarify what is
being stated about who can assess and diagnose ADHD.

046

Guideline document

7.4 Service
configuration and
activities

p33

74310745

Some information to assist with understand referral options is a striking
omission here, particularly as the clinical questions the guidelines sought
to answer include “Should (non-pharmacological) interventions be
delivered individual or in groups? Who should deliver them?” (page 38).
This is a question of high priority by consumer - they want more than a
referral to a paediatrician or psychiatrist, and GPs are frequently not
providing options beyond this. Alternatively, GPs are often providing
referrals to non-pharmacological practitioners that are not ADHD-specific,
and consumers can experience harm in these cases. Information
pertaining to which types of professionals could have ADHD-specific
expertise that is of use will allow for a greater range of options being
considered by consumers and their GP (or prescribing practitioner). The
current waitlist lengths, accessibility issues in regional and remote areas,
and the limited (for children) or non-existent (for adults) lack of public
service availability make this key.

046

Guideline document

2.1 Diagnosis and
Assessment

p13

| wonder if this whole section requires some clarification around the
‘Assessment’ component. i.e. It appears to be all about diagnostic
assessment... Perhaps a statement qualifying that assessment for case
conceptualisation and management purposes may involve additional
sources/methods.

For example, there is an argument for cognitive/neuropsych testing for
management purposes, but not for diagnostic purposes. Some readers
may discredit the guidelines if that is not made clear perhaps.

046

Guideline document

2.1 Diagnosis and
Assessment

p13

Some information to assist with understanding referral options for
assessment is a striking omission here, particularly as the clinical
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questions the guidelines sought to answer include “How should ADHD be
assessed, diagnosed and monitored, and by whom?” (page 38).

Information pertaining to which types of professionals could have
sufficient training and expertise (as long as they have sufficient ADHD-
specific expertise of course) to assess for ADHD would allow for a greater
range of options being considered by consumers and their GP (or
prescribing practitioner). A greater range of options is crucial given the
current waitlist lengths, accessibility issues in regional and remote areas,
and due to the limited (for children) or non-existent (for adults) lack of
public service availability.

046

Guideline document

2.1 Diagnosis and
Assessment

p13

The dot points provided in this CCR require some additional qualifying
statements to protect against stigma impacts on assessment of ADHD.
For a clinician who does not have a high level of ADHD-specific expertise,
there is possibility that the links between ADHD and each of the
circumstances listed in all but the first dot point may overshadow the
evidence of ADHD, and lead to misdiagnosis. E.g. substance use may be
assumed to cause the ADHD-like symptoms, when in fact the substance
use may be a secondary impact of un-treated ADHD... Likewise, the
parents’ poor mental health may be attributed as the cause of the child's
behaviour, when the reverse causal relationship may be more accurate (or
even misdiagnosed/undiagnosed ADHD in the parent themselves). The
levels of stigma and misunderstanding currently around ADHD, combined
with the Australian context of under-diagnosing and under-treating ADHD
warrant being extra cautious with these dot points.

046

Guidelines document

Non-
pharmacological
interventions

Page 18
onwards

This section is missing sufficiently detailed information so as to offer
anything at all for clinicians who deliver non-pharmacological
interventions. It appears that the intention of the guidelines was to offer
guidance to all health/allied health professionals who will come across
people with ADHD, but the recommendations in this section have not
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achieved offering guidance in the right direction when providing ADHD
intervention, not offered guidance to help recognise the wrong direction
when providing ADHD intervention. This section has provided to
psychologists the equivalent of a recommendation of “People with ADHD
should be offered medication” would provide to a psychiatrist or
paediatrician.

046 Guidelines document Non- P18 All There is insufficient information about what evidence-based
pharmacological | onwards | recommendations | ‘Parent/Family training’ (as per the included studies) for ADHD actually
interventions related to entails. For the reader some interventions may be thought to not be

‘Parent/family recommended when in fact they are. Likewise the reader may

training’ erroneously believe that an intervention is evidence-based when in it isn't.
This may lead to delayed or missed treatment, but could also lead to
harm.
For example, parent training should not include encouraging punitive
responses to ADHD symptom-driven behaviour (as would be the case in
an ABA-style parent training, or other similar method with a traditional
behaviourist approach) — these approaches can be highly damaging.
To address this issue, the clarifying information required would need to be
presented alongside these EBRs, in all areas where they appear in the
guideline.

046 Guidelines document Non- P18 All There is insufficient information for the reader to understand what
pharmacological | onwards | recommendations | evidence-based ‘CBT' and ‘Parent/Family training’ (as per the included
interventions related to studies) for ADHD actually entails. The reader may interpret that some

‘Parent/family interventions may be thought to not be recommended when in fact they
training’ and are. Likewise, the reader may erroneously believe that an intervention is
‘CBT evidence-based when in it isn’t. This may lead to delayed or missed

treatment, but could also lead to harm.

For example, an interpretation of ‘CBT’ could include implementing a well-
known but limited version of ‘CBT' that relies on cognitive restructuring
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through meta-cognitive skills application. This can create harm, and sets
people with ADHD of all ages, and their loved ones, up for experiences of
failure and resource wastage.

To address this issue, the clarifying information required would need to be
presented alongside these EBRs, in all areas where they appear in the

guideline.
046 Guideline document Non- P18 4.2.1,4.3.1,4.3.5, | The outcome measures used in establishing the EBRs for ‘CBT' and
pharmacological | onwards | 4.4.1 ‘Parent/family training’ are mostly symptom rating scales measures. The
interventions small number of measures of functioning used are mostly the BRIEF

which provides a measure of executive-functioning as per observed
behaviour/experience, but this is not the same as ‘functioning’ when used
to refer to overall health, wellbeing, quality of life and participation in life.

There needs to be more explicit information with these EBRs regarding
the outcomes they were derived from. Without this information, the
strength and certainty ratings misrepresent the benefits of the
interventions for people affected by ADHD. The reader would be mislead.

Additionally, there needs to be CPPs accompanying each of these EBRs
(in all sections of the guidelines where they are stated) to clarify the
contributions of these interventiosn to outcomes that are a priority for
consumers alongside symptom reduction (i.e. wellbeing, quality of life

etc).
046 Guideline document Non- p21 4.4 There needs to be a clear definition of what is meant by
pharmacological “attention/memory/cognitive training” involves here, as per the included
interventions studies on which the evidence was based. Without it here alongside the

EBR it could lead to misinterpretations

046 Guideline document Non- p21 4.3.1and 4.4.5 These recommendations do not provide any guidance as is. There needs
pharmacological to be some information as to what an ADHD coach may be able to
interventions contribute to the treatment plan, so that consumers and their referrers

can decide whether to pursue this avenue or not (in the context of the
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other options available to them). Perhaps as well some guidance as to
how to determine whether an ‘ADHD Coach'’ is sufficiently trained to
contribute meaningfully.

Without additional information regarding ADHD Coaches | think that there
is a risk of harm of leaving these recommendations in as is. E.g. if
referred to anyone who has decided to call themselves an ‘ADHD coach’,
and if referred to a coach instead of a psychologist who has ADHD-
specific expertise, or who at least may be able to determine that they
need to not accept the referral due to insufficient ADHD-specific

expertise.
046 Guideline document Non- P21 4.41 This recommendation is framed in a very problem-focussed rather than
pharmacological solution-focussed way, and misrepresents the experience of receiving
interventions non-pharmacological intervention. There are many other things that

could be stated here to assist clinicians to support their client’s
adherence and optimise their engagement, and these would be much
more useful than the list represented here

ID: 047, Daniel Thomas Malone, Pharmacist

General feedback

ID Feedback

047 Pharmacists have a role to play in the management of medicines for ADHD that has not been included in the draft guidelines. For example, see Pohl et al
2021 (DOI: https://doi.org/10.1016/j.japh.2021.01.029). This is particularly important regarding ADHD considering the important role of medicines in
managing ADHD. Pharmacists are well placed to provide medicines advice regarding a range of aspects, including assistance in monitoring when people
switch from immediate to sustained release formulations, drug interactions advice regarding ADHD medicines with other medicines, assessing for other
disorders such as mood and substance misuse disorders, and detection and management of adverse effects of medicines.
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Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Number Rec Comment
Technical Document) Document Number (Maximum 150 Words)
047 | Guideline Appendices 178 Include “pharmacist” under allied health professional

ID: 048; Deidentified

General feedback

ID Feedback

048 Awareness and recognition of adult ADHD has increased rapidly in the last decade. In Victoria, demand for assessment and treatment of adult ADHD has
substantially outpaced the state’s capacity to provide. Adults fortunate enough to receive a life changing ADHD diagnosis after decades of being overlooked
or misdiagnosed are becoming ADHD community advocates. As word spreads within communities, demand for ADHD treatment is likely to continue to
increase exponentially - faster than the capacity of training programs to upskill practitioners in a nation where ADHD is still not systematically taught in
medical degrees.

ADHD was already a controversial diagnosis, mired in misinformation and stigma. The sudden increased demand from the public is frequently being met with
irritation and incredulity from medical professionals. Meanwhile, at the other end of the spectrum, there's a huge increase people receiving an ADHD
assessment and diagnosis via a 291 referral, resulting in unprecedented numbers of people who have a diagnosis but lack a suitably skilled psychiatrist to
oversee the tricky period of trialling multiple ADHD medications. A growing number of people now identify as having undiagnosed or under-treated ADHD.
They feel marginalised and disenfranchised across multiple service sectors, desperate for assistance and not knowing who to trust.

We need the final guidelines document to be the equivalent “ADHD Clinical Treatment for Dummies”. Please make it simple and accessible, with clear step by
step treatment protocols for different populations, such that there is as much clarity as possible around what best practice care should look like.

PLEASE NOTE: The comments provided in sections 2 and 3 were submitted by members of the Australian ADHD community for the information of the
Guidelines Committee. This feedback represents the views of individuals and does not necessarily reflect the views or opinions of ADHD Victoria.

Page 217 of 246



Australian Evidence-Based Clinical Practice Guideline For ADHD - Compiled accepted feedback from the publication consultation period (7th March — 10th April 2022)

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Number Comment (Maximum 150 Words)
Technical Document) Document Number
048 Guideline Summary Table 12 1.1.1 High-risk groups should include "people who self-report as identifying with
of the symptoms of ADHD".

recommendations There is currently an issue with GPs refusing to write referrals for ADHD

assessments, literally giving the justification that "it's just in vogue and
everyone thinks they have it".

The issue is, these GPs may not actually have the understanding of how to
screen for ADHD, and they are making refusals based on their personal
irritation at the rise in requests and ignorance about the varied ways ADHD
can present. In particular, it's girls and women who are being refused
referrals.

There is great information about ADHD now available to the general public
and GPs need to be aware of an sensitive to the fact that most people have
to work their way through a lot of negative ideas and stigma surrounding
ADHD and process that, before even coming to ask the question 'could | have

ADHD?'
Guideline Summary Table 12 1.1.1 What do all the # correspond to in 1.1.1? It's not clearly indicated
of
recommendations
048 Guideline Summary Table 12 1.1.1 RE recommendation 1.1.1. Can we please have a clearer definition of "people
of with a mental health disorder”, under the sub-heading "Adults:"? Also, how do
recommendations you define "psychotic disorders"? | feel like in the appendix we need the

provision of a list of definitions. This document is for a broad audience -
medical professionals (some who may know every little about ADHD) and lay
people (some of whom may be unfamiliar with medical terminology).
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048 Guideline Summary Table 12 1.1.2 If you say "Clinicians conducting diagnostic assessments with people from
of high risk groups, etc ... COULD screen for ADHD" - well obviously they COULD,
recommendations but the question more appropriate to be considering in clinical guidelines is,

'under what circumstances SHOULD they?'

Guidelines need to give more guidance about best practice. For example,
clinicians SHOULD screen for ADHD when, for example,

- the individuals are not responding to treatment as expected or are unable to
adhere to treatment protocol

- individuals are having difficulty attending appointments on time
- individuals have not previously been screened for ADHD

- individuals have difficulty answering questions in appointments, seem
vague and uncertain about details and dates

- individuals show signs of ADHD symptoms such as restlessness, difficulty
maintaining routines, lack of time awareness, poor working memory,
emotional reactivity

048 Guideline Summary Table 13 1.2.1 Our two children have recently been diagnosed with ADHD. Without a family
of history of ADHD they would have slipped through the cracks as they are both
recommendations inattentive ADHD. We knew what to look for! Early screening, like hearing &

eye sight screening would benefit many children & families who may not be
aware of the traits of ADHD and these children will be disadvantaged from
the beginning. If ADHD can be diagnosed early, these children will have a
better chance of achieving their life goals with the help of medication,
developing coping strategies & a providing them better understanding of
how ADHD effects their lives. Better funding & awareness of ADHD is needed
desperately. Support services such as OT, speech therapy & psychologists
need to more accessible to families and further understanding in schools is
critical. It's not easy living & growing up with a neurodiverse brain, but we
need to make thing easier for our children and support them from the
beginning!
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048 Guideline Summary Table 13 2.2.1 Can you please provide a list of, or define in an appendix, "specific learning
of disorders"? Given how little so many practitioners know about ADHD and it's
recommendations comorbidities, this document needs to serve multiple functions: guide,

inform, explain, resource.

Please list the learning disorders that practitioners need to be aware of and

look for.

048 Guideline Summary Table 13 2.1.2 why does an assessment have to "exclude” neurodevelopmental or mental
of health alternative diagnoses, drug, dietary or physical disorders causing
recommendations symptoms consistent with ADHD? Can they not be co-morbid?

048 Guideline Summary Table 13 2.1.2 Why does it say "for children and young people, assess their parents’ or
of carers' mental health."? The purpose of this is unclear.

recommendations Their mental health may be worth assessing when it comes to making sure

that a child is in a safe environment with adults who are capable of following
medical advice in order to ensure treatment recommendations for the child
are followed, but what bearing does it have on the child's diagnosis?

Assessment of parents’ mental health should be separate, and not form part
of the consideration of the child's symptoms and diagnosis, unless what
you're looking for is a situation causing trauma, in which case, that should be
covered by 'excluding alternative diagnoses’, should it not?

Most parents of a child with undiagnosed ADHD are going to be struggling
mental health wise — diagnose and help the kids and then look at the
parents’ mental health in a way that offers support, not blame or judgement.

048 Guideline Summary Table 14 2.2.1 Screening for convergence insufficiency should also be considered if a child
of or adult reports difficulty with reading, or processing/remembering visual
recommendations information.
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048

Guideline

Summary Table
of
recommendations

14

21.4

In talking about 'observations from more than one setting’, no mention is
given to the issue that many teachers and childcare workers don't know as
much about ADHD as they think they do.

For example, when | first raised the issue of my daughter having ADHD, the
childcare staff said "oh, we know what ADHD looks like. Your daughter
doesn't have ADHD".

My daughter went on to be thoroughly assessed by a psychologist and was
found to have ADHD.

Many parents are unable to get treatment for their kids for years because of
the requirement for corroborative observations from teachers. Teachers are
less likely to 'see’ ADHD in kids who are not hyperactive - while this usually
impacts girls more (https://www.diva-
portal.org/smash/get/diva2:948727/FULLTEXTO1.pdf), it can also happen
for boys who are less hyperactive and disruptive.

As aresult, families are denied access to appropriate and often life changing
treatment.

048

Guideline

Summary Table
of
recommendations

14

There is a bias in the way teachers report ADHD symptoms in girls and boys,
even when they are the same symptoms (For example, see Effects of Child
Gender and Symptom Type on Referrals for ADHD by Elementary School
Teachers, December 2004Journal of Emotional and Behavioural Disorders
12(4):247-253, DOI:10.1177/10634266040120040501).

This should be noted and taken into consideration when parents request that
their girls be assessed for ADHD.

048

Guideline

Ch5, Pharma
interventions - 5.2
Medication
choice:

131

Recommendation
5.4.1

Grade certainty is listed as moderate - when this appears to be low in the
technical report? - There does not seem to be ANY clear evidence to
preference short acting over long acting as first line - when there should be
given both the NICE and CADDRA guidelines offer both short and long acting
as first line for ages 5-18, and lisdexamfetamine or methylphenidate for
adults - There does not seem to be ANY clear evidence around the short
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acting needing to be trialled for 6 weeks before considering long acting -
there is a lot of lived experience of changing dosage or switching between
short acting to long acting (or vice versa), augmenting long acting with short
acting in timeframes significantly less than 6 weeks. All this
recommendation would have done for me is delay me from finding the right
medication for me.

048 Guideline Pharma 137 Pharma This is specifically in relation to "measure weight every 6 months in adults”: -
interventions - 5.3 interventions - This is vague - Cannot find any info on discussion or recommendation for it -
Monitoring 5.3 Monitoring Not workable - every 6 months?!?!?
treatments: treatments: - Benefits for adults are not clear?? If medication was affecting eating
Pharma Recommendation | paphit/causing weight loss - am not sure how this would help at all...
interventions - 5.3 5.7.6
Monitoring
treatments:
Recommendation
5.7.6

048 Guideline All It would be good to have an appendix/glossary where key terms and

definitions are clearly defined

ID: 049; Australian Association of Psychologists Inc

General feedback

ID

Feedback

049

Overall, these guidelines are excellent and will be a valuable contribution to the field. We appreciate the work that has been put in to creating a quality,
practical and evidence-based and thorough document. We agree strongly with the majority of points argued.

An out-of-scope recommendation we would like to raise is a concern about the current barriers to diagnosis in Australia due to thin workforces in the area of
Paediatrics and Psychiatry. We would like to open discussion around possible solutions to this within these guidelines or advocacy work that needs to occur
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alongside the release of these. Referral pathways could be solidified or made easier by having multidisciplinary input into diagnosis prior to psychiatry or
paediatric assessment (considering the long wait lists this would be accommodated easily), providing funding options for this multidisciplinary assessment
within the Medicare system, expanding the medical practitioners able to initially prescribe stimulant medication by allowing psychiatric consultation to GP's
who have an interest in this area to allow for safe prescribing with expert input.

We would also recommend advocacy work within the schooling system where many children require formal educational plans and accommodations but
cannot get them due to again, thin workforces of paediatrics and psychiatry, and the need to have official diagnosis from these providers in many Australian
states to allow formal plans to be developed. We are of the strong opinion that for educational accommodations evidence should be able to be provided by
school counsellors with expertise in this area, as well as all psychologists, not restricted by endorsement area as psychology requires practitioner self-
determined scope of practice as per registration standard. The requirement for only certain practitioners to provide evidence causes harm and delays
educational supports in vulnerable groups, leading to conflict within the educational system and school disengagement.

Feedback On Recommendations

ID Document (Guideline Section Of Page Recommendation Comment
Or Technical Document Number Number (Maximum 150 Words)
Document)

049 | guideline 1.1.2 Consider adding a dot point about difficulty posed by unconscious
masking/adaption to societal performance indicators or use of strategies and
coping mechanisms acquired over the lifespan to manage or mask their
symptoms.

049 | guideline 1.2.20r2.1.1 Consider adding the specifier that — psychometric assessment should be

performed by a mental health professional who has competence in this area
[generally a psychologist (no restriction based on endorsement, all able to assess
based on scope of practice), school counsellor, etc] that can inform the suitably
experienced medical practitioner (Paediatrician, Psychiatrist, GP with additional
training and experience in this area) who will perform other medical assessment.
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Recommend multidisciplinary assessment so that issues such as learning
disabilities and educational needs are not missed due to focus on medical
aspects.

049 | Guideline Chapter 1 12 1.2.1 There should be points within early education settings for example where
screening is required. Not for all the population but for those that are showing
difficulties within that setting. Early intervention is recommended so that
individual outcomes can be improved.

049 | Guideline Chapter 2 13 211 The last point could cause a barrier to timely care. Genetic screening or being
required to undertake other health assessments for example could become very
costly and if this was a requirement there would be many that would not be able to
access the support that they need.

049 | Guideline Chapter 2 15 2.3.1 CCR: Point 7: change wording from “function more effectively” to “meet own
realistic goals”

049 | Guideline Chapter 2 16 2.3.4 Suggested addition to “Clinicians should”: “verify that the information provided has
been understood”.

049 2.3.4 Information provided should be multimodal, taking into consideration that due to
the possible heritability of ADHD parents, carers and the client may have different
information processing preferences and needs and this should be accommodated
from the outset.

049 | Guideline Chapter 2 17 2.3.8 Great recommendation, encouraging a multidisciplinary approach

049 | Guideline Chapter 3 3.1.1 Should also look at the accommodations required for the individual to improve
functional capacity. The social model of disability requires us to assess the
environment as the main causal factor of disability and distress.
Accommodations to the environment need to take a large focus and the
information shared needs to be neurodiversity-affirming in nature and non-
pathologising/overly medicalised.

Page 224 of 246



Australian Evidence-Based Clinical Practice Guideline For ADHD - Compiled accepted feedback from the publication consultation period (7th March — 10th April 2022)

049 Guideline Chapter 3 18 3.1.2and 3.2.1 Good recommendations

049 | Guideline Chapter 4 18 411 More emphasis needs to be placed on the differences in circadian rhythms of
those with ADHD and the importance of assessing and exploring sleep difficulties,
providing psychoeducation, exploration of any required medical intervention or
formal sleep assessment and increasing the level of support provided if there is
evidence of severe sleep disorder.

049 | guideline 4.1.1 Limiting use of technology devices is not appropriate or evidence based. Given
the high level of co-occurrence of ADHD with Autism and the need for this group to
be able to self-regulate through the use of assistive devices this point should be
changed so there is not misuse of this guideline point.

049 guideline Chapter 4 P99 42 and 4.3 Parent support and psycho-education is best practice for under 16s as for
childhood anxiety.

We must take an assertive stance that Medicare should rebate ADHD assessment
and support just as the HCWA initiative (for Autism assessment) because
unsupported ADHD is a high-risk factor for mental illness and physically risky
behaviours.

049 | Guideline Chapter 4 19 423 Improving the impact of attentional and emotional difficulties in the under 5's
group is inappropriate. This age group should receive co-regulation support from
parental figures due to underdeveloped emotional regulation that is age
appropriate and is developmentally appropriate to not be able to regulate attention
in this age group.

049 | Guideline Chapter 4 20 4.3.5 CBT — Psychological interventions that are approved by Medicare includes
Acceptance and Commitment Therapy and Interpersonal Psychotherapy which
would also be appropriate for inclusion here.

049 | Guideline Chapter 6 6.1 and including While all admirable goals, would have little actual ability to be implemented in any
whole section real terms within the current framework and limitations of the correctional setting.

Page 225 of 246



Australian Evidence-Based Clinical Practice Guideline For ADHD - Compiled accepted feedback from the publication consultation period (7th March — 10th April 2022)

Staffing, capacity to perform assessments and provide treatment within this
setting is extremely limited due to funding limitations and structural constraints.

There is very limited access to disability specific funding related to ADHD in any
setting within Australia. Advocacy work and policy change needs to be done to
facilitate this.

049 | Guideline Chapter 6 Considerations — Special considerations for Asylum seekers and refugees who due to traumatic
adding a Subgroup | experiences may experience an exacerbation of symptoms or may be missed on
screening altogether due to the tendency of many professions to not explore
ADHD diagnosis when severe trauma is present.

049 | guideline Chapter 6 36 Considerations — “other subgroups” should also include autistic individuals due to the high co-
adding a subgroup | occurrence of ADHD in this group.

049 guideline Chapter 7 7.1.3 Support this recommendation. ADHD has the potential to be disabling and require
significant therapy, accommodations and supports to improve functional capacity.
Supporting this does meet the intended goals of the NDIS scheme.

049 | guideline Chapter 7 7.2.2 Suggest adding - There should be no limitations on who can provide evidence of
diagnosis for IEP/educational support programs. The requirements for evidence
of many diagnoses to be provided only by paediatricians, clinical psychologists or
child psychiatrists in some states and systems creates a barrier to educational
supports due to current wait times for entry into these services and the cost
burden to families is often insurmountable within privately funded services

049 guideline Chapter 7 7.3.1and7.3.4 Support this recommendation in full and commit to providing support to enact this
across the psychology sector and support the creation of training guidelines/

curriculum required

Feedback On Additional Evidence
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ID Section Of Rec Evidence Details (example) Comment (Maximum 150 Words)
Document Number
049 Chapter 1, 1.1 1.1.1 Dorani F, Bijlenga D, Beekman ATF, van This article is relevant to
High risk groups Someren EJW, Kooij JJS'_ Prevalence of Recommendation 1.1.1: EBR — include females who experience premenstrual
Chapt(?r 2,2.2Co- hormone-re.lated mood .d|sorder dysphoric disorder (PMDD), postpartum depression (PPD) and climacteric
occurring symptoms in women with ADHD. J symptoms as a group of people who have an increased prevalence of ADHD
disorders and Psychiatr Res. 2021 Jan;133:10-15. doi: compared with the general population.
differential 10.1016/j.jpsychires.2020.12.005. Epub
disorders 2020 Dec 3. PMID: 33302160.
Chapter 2,2.2 Co- | 2.2.1 Dorani F, Bijlenga D, Beekman ATF, van Recommendation 2.2.1: CCR — include as disorders that should be considered when
occurring and Someren EJW, Kooij JJS. Prevalence of a diagnosis of ADHD is made, “in females, a history of PMDD and/or PPD and/or
disorders and 2.2.2 hormone-related mood disorder climacteric symptoms”.
differential symptoms in women with ADHD. J Recommendation 2.2.2: CCR — comprehensive assessment should include
disorders Psychiatr Res. 2021 Jan;133:10-15. doi: “female’s gynaecological history”.
10.1016/j.jpsychires.2020.12.005. Epub
2020 Dec 3. PMID: 33302160.
049 | Chapter 6, 6.3 Blackmore, Rebecca, Gray, Kylie M., Boyle, | Proposed recommendation 6.3 Asylum seekers and refugees.
Considerations - Jacqueline A., Fazel, Mina, Ranasinha,
Subgroup Sanjeeva, Fitzgerald, Grace, Misso,

Marie and Gibson-Helm,

Melanie (2020) Systematic review and
meta-analysis : the prevalence of mental
illness in child and adolescent refugees and
asylum seekers. Journal of the American
Academy of Child & Adolescent
Psychiatry, 59 (6). pp. 705-
714.d0i:10.1016/j.jaac.2019.11.011
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049

Chapter 6 —
considerations
Subgroups

Hours, C., Recasens, C., & Baleyte, J. M.
(2022). ASD and ADHD Comorbidity: What
Are We Talking About? Frontiers in
Psychiatry, 13.
https://doi.org/10.3389/fpsyt.2022.83742
4

Rong, Y., Yang,C. J, Jin, Y, & Wang, V.
(2021). Prevalence of attention-
deficit/hyperactivity disorder in individuals
with autism spectrum disorder: A meta-
analysis. Research in Autism Spectrum
Disorders, 83,101759.
https://doi.org/10.1016/j.rasd.2021.1017
59

Articles on the comorbidity of Autism and ADHD

049

Chapter 1 -
assessment

1.2.2
2.1.1

Australian Psychological Society. (2007).
Code of ethics. Melbourne, Vic: Author.

Psychology Board endorsed Code of Ethics that explains the appropriateness of all
psychologists (within their scope of practice) to perform assessments regarding
ADHD and other differential diagnoses. See points B.1.1 through B.1.3 and also
B.13.2 through B.13.6

049

1.2.1

Wolraich, M. L., Hagan, J. F., Allan, C,,
Chan, E., Davison, D,, Earls, M., Evans, S.
W., Flinn, S. K,, Froehlich, T., Frost, J.,
Holbrook, J. R., Lehmann, C. U., Lessin, H.
R., Okechukwu, K., Pierce, K. L., Winner, J.
D., & Zurhellen, W. (2019). Clinical Practice
Guideline for the Diagnosis, Evaluation,
and Treatment of Attention-
Deficit/Hyperactivity Disorder in Children

Evidence for need for earlier intervention within the primary school years. "This
guideline, like the previous document, addresses the evaluation, diagnosis, and
treatment of attention-deficit/hyperactivity disorder (ADHD) in children from age 4
years to their 18th birthday, with special guidance provided for ADHD care for
preschool-aged children and adolescents. (Note that for the purposes of this
document, “preschool-aged” refers to children from age 4 years to the sixth
birthday.)
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and Adolescents. Pediatrics, 144(4).
https://doi.org/10.1542/peds.2019-2528

049 3.1.1 Doyle, N. (2020). Neurodiversity at work: a | Social disability model and why accommodations/environmental modifications
biopsychosocial model and the impact on | should be a main focus of treatment
working adults. British Medical Bulletin,
135(1), 108-125.
https://doi.org/10.1093/bmb/Idaa021
049 411 Lunsford-Avery, J. R., & Kollins, S. H. Information on sleep disorders and changed circadian rhythms in those with ADHD

(2018). Editorial Perspective: Delayed
circadian rhythm phase: a cause of late-
onset attention-deficit/hyperactivity
disorder among adolescents? Journal of
Child Psychology and Psychiatry, 59(12),
1248-1251.
https://doi.org/10.1111/jcpp.12956

Hvolby, A. Associations of sleep
disturbance with ADHD: implications for
treatment. ADHD Atten Def Hyp

Disord 7, 1-18 (2015).
https://doi.org/10.1007/s12402-014-0151-
0

Wajszilber, D., Santiseban, J. A., & Gruber,
R. (2018). Sleep disorders in patients with
ADHD: impact and management
challenges. Nature and science of sleep,
10,453
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480.https://doi.org/10.2147/NSS.S16307
4

049

411

Levelink, B., van der Vlegel, M., Mommers,
M., Gubbels, J., Dompeling, E., Feron, F. J.,
van Zeben-van Der Aa, D. M., Hurks, P., &
Thijs, C. (2020). The Longitudinal
Relationship Between Screen Time, Sleep
and a Diagnosis of Attention-
Deficit/Hyperactivity Disorder in
Childhood. Journal of Attention Disorders,
25(14),2003-2013.
https://doi.org/10.1177/10870547209538
97

Limiting technology access should not be included. Evidence is not clear on this
area and its utilisation for social connection and self-regulation is important. The
potential for this recommendation to be misused and assistive technology
restricted for this group is great and it is best left out of the guideline.

ID: 050; ADHD Whisperer & www.saved.org.au

General feedback

ID

Feedback

050

Thank you for your efforts in producing these guidelines.

Re - Introduction (page35)

Despite the intended audience being mainly clinicians, you anticipate it will also be used by a plethora of people in multiple settings throughout the ADHD
community, while also hoping that it will have far reaching benefits to optimise functioning, participation, wellbeing, and productivity assisting individuals

with ADHD.

The positive impact this extensive reach into the population could have within the ADHD community is potentially marred by 183 pages of non-ADHD friendly
formatted information. Visual prompts would significantly assist the ADHD Community, especially those with lived experience, to find the sections in this
guideline quickly without being overwhelmed by the extensive text in front of them.
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As an example, the following icons could be used with your colour of choice, to assist people to identify pertinent sections of relevant information quickly and

easily. Thus, encouraging its use regularly and consistently.

Ee) & @ AAm

12t 6 G QB s EB

Feedback on recommendation

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number | Number
050 Guideline Document Chapter 1 Page 1.1.1 The commonly co-occurring condition, bipolar disorder, is not considered here, but evidence
Identification 12 suggests it is important and should be a high-risk group. Females can be misdiagnosed with
1.1 High Risk this condition prior to receiving a correct diagnosis of ADHD.
Groups
050 Guideline Document Chapter 1 Page 1.1.1 The commonly co-occurring specific learning disorders are not expanded on here, but
Identification 12 evidence suggests it is important and it is classified as a high-risk group. Therefore, listing the
1.1 High Risk more common specific learning disorders here will go a long way to helping to promote
Groups awareness and educate those whom this guideline is specifically written for and will go
further to assist them in considering these comorbidities. Please consider listing dyslexia,
dyscalculia, dysgraphia and dyspraxia at the least, as specific learning disorders. It is at least
10% of the population, if not more.
050 Guideline Document Chapter 1 Page 121 Early intervention is crucial & recommended by reputable organisations & governments. We
Identification 12 conduct successful universal screening for sight & hearing in primary school. It's commonly

1.2 Screening &
Identification

understood early intervention saves lives & investment, whilst preventing secondary
trauma/mental health conditions developing.
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Education is foundational, where significant risks are consistently reported, & early
intervention screening needs to be implemented early.

There are viable, quality, proactive solutions to be recommended, to overcome the balance &
need for ‘gold standard’ screening versus not attending to, or choosing inaction, with known
risk factors.

Sight & hearing screening is not a diagnosis procedure & ‘flags’ a need for specialist help, &
possible diagnosis, providing extra pathways for students to receive help.

Pilots have found success in screening/case finding in the education sector, provides
opportunity for accurate, timely information to students & implementing adjustments, whilst
substantially reducing health waitlists. Not addressing the known significant risks is costly.

050

Guideline Document

Chapter 1

Identification
1.2 Screening &
Identification

Page
13

1.2.3

Organisations providing services to high-risk groups include educational facilities, (primary,
secondary, & tertiary education) as per high-risk groups on page 13 - people with language
disorders, specific learning disorders (ADHD is a specific learning disorder in UK in the
category of other specific learning disorders) & importantly females.

A school-to-prison pipeline was identified by Australian Institute of Criminology in 2017.
Waiting until the student is suspended, expelled, & disenfranchised from the system is not the
premise of early intervention.

The risk is known and has been identified for years. Not acting on this known significant risk
is a costly choice.

The education setting can educate and promote neurodevelopmental disorders, as they have
policies for guidance when a student should be flagged for screening. They also provide
training to staff to manage neurodiversity reducing frequency with which neurodivergent
students are misunderstood and incorrectly blamed for failures beyond their control.
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Pharmacological
Interventions

050 Guideline Document Chapter 2.1 Page 2.1.8 Please consider addition of the Clinician considering ‘retrospective’ diagnosis or the
14 please | possibility that the patient was ‘masking’ with possible 1Q or scaffolding prior to their late
add diagnosis. If possible, to confirm retrospective diagnosis, it helps to counter the
discrimination against adults with pricing of medication.
050 Guideline Document Chapter 2.3 Page 2.3.1 Please consider including information to the subject and their family regarding the high
15 heritability of ADHD, and the possibility of other possible diagnoses for family members.
050 Guideline Document Chapter 2.3 Page 2.3.2 Please consider widening your list of support groups.
16
050 Guideline Document Chapter 5: Page 5.1.1 Add bullet points for Clinicians explaining extra information to the patient regarding

Pharmacological | 22 medication such as —

Interventions - Clear, concise, explanation and expectation that often the ADHD can be the only condition
seen until you medicate the ADHD, and the symptoms are ‘made quiet or calmed’, then you
may see other comorbid conditions shine through, which may need assessment, diagnosis,
and extra medication to target the symptoms of the comorbid conditions.

- explanation that stimulant medication is based on metabolism of patient and comorbid
conditions and NOT the weight of the patient.
- explanation of the rebound effect so the patient and family can understand what is to be
expected.
- explanation of the interaction of caffeine with stimulant medication.
- explanation of the interaction of ascorbic acid (Vitamin C) with stimulant medication.

050 Guideline Document Chapter 5 Page 5.1.1 ADD an extra special bullet point - Clinicians initiating medication for ADHD should consider:

22

Explaining there is discrimination of adults with ADHD regarding the PBS, having to pay more
for the same medication as their child’s medication because the patient was ‘missed’ by their
colleagues’ numerous times in the patient’s life
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ID: 051; Deidentified

General feedback

051

This Guideline has exceptional and impressive depth, breadth and evaluations in content and contexts — unique in comparison with other guidelines. This is
particularly so in describing ADHD as neurodevelopmental disorder, co-occurring with many others, and promoting the need to consider “special groups”,
whole of life and multiagency and multidisciplinary management, collaboration and emphasises the need for education of professionals, lay community,
patient and family. ALL these perspectives are VITAL for effective implementation.

Feedback On Recommendations

ID Document (Guideline Or Section Of Page Rec Number | Comment
Technical Document) Document Number (Maximum 150 Words)
051 Guideline document EXEC SUMMARY P9 Does not emphasise sufficiently the commonness of co-occurrence of
neurodevelopmental disorders in addition to the behavioural symptoms of
ADHD as a neurocognitive impairment or inefficiency e.g. A person with
ADHD could also have one or more other neurodevelopmental/learning
disorders, mental health disorders or medical problems that make
diagnosis and treatment more complex.
051 Guideline document EXEC SUMMARY 10 which treatment will be best for the person. Choice and dosage of
medication must be optimized for each individual
051 GD 13 2.1.2 + exclude neurodevelopmental/ learning disorders or mental health
alternative diagnoses, drug, dietary or physical disorders causing
symptoms consistent with ADHD ste!
051 GD 15 2.3.1 Implies that such conditions are SECONDARY to ADHD whose behavioural

symptoms may be the impact of those disorders
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+ Better stated as interactions between ( effects on and of) ADHD such as
learning difficulties, anxiety, sleep disorders, oppositional
symptoms, depression, and reduced self-esteem ikl

051

GD

16

23.2

People who have had an assessment but whose symptoms and
impairment fall short of a diagnosis of ADHD may benefit from similar
information- and interventions.

051

GD

5.2 Medication
choice - young
children aged under
6 years

5.2.1

If ADHD symptoms cause significant impairment in more than one setting,
a specialist with expertise in child development and managing ADHD in
young children (either a paediatrician or a child psychiatrist) should
assess the child to identify suitable treatment options.

Why more than 1 setting if the child/ family are impaired

ADHD diagnosis requires significant impairment in > 1 setting — this
therefore states that diagnosis of ADHD should be made by Paed or
psychiatrist

051

GD

32

7.2.2

Fe-a

maximise their inclusion and learning opportunities.it: Co-occurring

neurodevelopmental disorders and learning disorders should be
comprehensively recognised and supported

051

Gd

32

7.3.1

curriculums of mental health/developmental disorder training for
educators, medical and allied health professionals and other relevant
professions e.g. social work, justice system, child protection.
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ID: 052; Deidentified

Feedback On Recommendations

ID Document (Guideline Or | Section Of Page Rec Comment (Maximum 150 Words)
Technical Document) Document Number Number
052 Guideline Chapter 1 75 N/A Suggest adding nurses
052 Guideline Chapter 1 12,76 1 Specialist child and youth mental health services (in Queensland) are trained to
12 consider ADHD in the context of mental health assessments but are not resourced to
129 treat, monitor and support children and adolescents with ADHD in the absence of
o comorbid serious and complex mental health issues.

052 Guideline Chapter 2 80 2.2 Recommend potential contribution of traumatic experiences be strengthened in
relation to the child and adolescent cohort and by explicit inclusion in the differential
diagnosis section.

052 Guideline Chapter 7 154 7.1 Recommendation 7.1.5 - that public mental health services be accessible to people

715 with ADHD is supported for the cohort that have comorbid serious and complex
primary mental health issues.

052 Guideline Chapter 7 157 7.3.1 Suggest adding nursing alongside medical and allied health professions. The
inclusion of ADHD education for the nursing workforce could be assumed in this
statement however would benefit from being explicitly stated.

052 Guideline Executive 9 The Executive Summary states that routine screening for ADHD in preschools and

Summary schools is not recommended, however no reason is given in this section. Other
statements in this section have a brief explanation as to why the statement is made,
but this section does not. Given this is such a large and comprehensive document it
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would be useful to have a short sentence to state why this recommendation is made,
rather than have the reader explore the document to find the relevant reason on page
76.

052

Guideline

Summary of
Recommendations

12

1.2.1

“Universal screening for ADHD should not occur at the population level”. It would be
useful to have a short sentence to state why this recommendation is made, rather
than have the reader explore the document to find the relevant reason on page 76.
Other recommendations include clarifying information. E.g. 2.1.6

ID: 053; Geoff Kewley

General feedback

ID

Feedback

053

Dear committee members,

Firstly, 1 want to compliment the Committee members on the excellent and timely guidelines. Having had a lot to do with the various Nice Guidelines over the
years, | am very impressed with the way in which these guidelines have been thought through, and particularly in the way in which they have linked with various
options regarding service delivery and the societal implications of ADHD.

| have very few comments, but | am particularly pleased to see that the Guidelines encourage the use of a wider range professionals, provided they are suitably
trained, to be involved in the diagnosis and management of people with ADHD, particularly nurse practitioners.

| also wonder whether the section on children under six could be clarified a little. [5:1.2] My understanding is that there is an international body of opinion that
supports medical treatment of children under 6, and sometimes much younger in severe cases, and | wondered if there was any slightly stronger language that

could support practitioners more in this?

Regards

Geoff Kewley
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Feedback On Recommendations

ID Document (Guideline Or Section Of | Page Rec Number | Comment (Maximum 150 Words)
Technical Document) Document Number
053 5, 1 2 I wonder whether the section on children under six could be clarified a little. [5:1.2] My

understanding is that there is an international body of opinion that supports medical
treatment of children under 6, and sometimes much younger in severe cases, and |
wondered if there was any slightly stronger language that could support practitioners
more in this?

ID: 054; Royal Australian & New Zealand College of Psychiatrists

General feedback

054 The RANZCP recognises the draft guideline, which was developed with psychiatrist contributors including RANZCP representatives, as a considered and
well-written document that covers significant aspects of caring and managing ADHD patients. It provides pragmatic advice to doctors wanting to provide
effective care for patients with ADHD in Australia and NZ. The RANZCP has consulted with its broader membership, including members of its ADHD Network
(1000+ members) and suggests improving draft guideline through the following general changes:

e Improving the succinctness of the document to make it as user friendly as possible, either through the development of a second briefing document
or moving the literature review to the technical section.

e Including clinical guidance on the treatment of patients with ADHD, whose co-morbid medical iliness requires treatment in hospital settings. With
little research on how best to support patients in these stressful situations, guidance would enable practitioners to improve treatment outcomes for
patients with ADHD.

e Placing a greater focus on comorbid mental health conditions, including but not limited to neuro cognitive, anxiety, bipolar, mood and eating
disorders. It is pertinent that such comorbidities are addressed within clinical guidance to avoid clinical siloes in both assessment and treatment of
all conditions. The clinical guideline is an opportunity to skill readers on the complexities associated with care and the high risk attached to
comorbid patients. The RANZCP recommends a dedicated subsection on patients with complex conditions which have a range of mental health
comorbidities, encompassing family history of relevant comorbidities as well.
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Feedback On Recommendations

ID

Document (Guideline Or
Technical Document)

Section Of
Document

Page
Number

Rec
Number

Comment (Maximum 150 Words)

054

Guideline
Document

Executive
Summary

9

The Executive Summary states that “a thorough and careful assessment by an
appropriately trained clinician is needed to make a diagnosis of ADHD". Whereas the
draft guideline’s principles and assumptions state that “apart from prescribing, which
is restricted to medical practitioners, this guideline does not specify which
professionals (clinicians) can diagnose, assess and treat ADHD... it is assumed that as
professionals, clinicians only provide services for which they are appropriately trained
and credentialed”. It is imperative that the draft guideline clearly defines ‘appropriate’
levels of training. Patients with ADHD (particularly with comorbid mental health
conditions) are supported best by a multidisciplinary approach, utilising the skills of a
wider range of specialities and clinicians (psychiatric and non- psychiatric). Ambiguity
over credentials to provide ADHD care can reduce access to care, silo services, deprive
professionals of autonomy, and may discourage psychiatrists to be involved in ADHD
treatment. There is no explicit training pathway for ADHD treatment across all ages in
Australia, with all psychiatrists being able to provide treatment. The draft guideline
would be improved by emphasising this.

054

Guideline
Document

Executive
Summary

The RANZCP supports the draft guideline’s decision to not recommend routine
screening for ADHD in pre-schools and schools. This is a sensible action given the
risks of premature case selection and the high rates of false positives that may
result in adverse consequences while waiting for overburdened child and family
services to review the screening findings. However, this does not mean that further
guidance is not required on best practice to identify young people with ADHD, which
is often undiagnosed until adulthood.

054

Guideline
Document

Summary of

Recommendations

11

The RANZCP recommends further distinguishing between consensus
recommendations (CCA) and clinical practice points (CPP) to avoid confusion,
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suggesting some expansion on these under ‘recommendation type’ (Page 41).

054 Guideline Document Summary of 27 5.7.1 ‘Titration' is not mentioned in this summary despite being mentioned later in the
Recommendations document. Due to its importance, the draft would be improved by early reference in this
section.
054 Guideline Chapter 1 75 1.2 There is opportunity to improve the draft guideline further, by assisting readers
Document (Identification) with references to samples of well-established screening/diagnostic tools
beyond DSM-V/ICD11. With the increased prevalence of ADHD questionnaires on
the internet being used by patients as evidence of suffering ADHD and a need for
stimulants, screening guidance is timely. Providing valid resources to offer
patients seeking an assessment for ADHD can remedy this time-consuming
process. These resources would also be beneficial to wider primary care workers
(e.g., GPs), saving time with the referral process.
054 Guideline Chapter 2 13 2.1.2 The requirements to determine symptoms arising in multiple settings and with a
Document (Diagnosis consideration of functional impairment are well made and a welcome addition, with
and RANZCP member feedback
Assessment) highlighting how such actions are commonly missed by health practitioners.
054 Guideline Chapter 3 87 - To increase the efficacy of the draft guideline, further guidance should be provided on
Document (Treatment prenatal and birth complication events as potential risk factors for ADHD. Marked

and Support)

preterm birth (gestational age less than 32 weeks) and very low birth weight (birth
weight less than 1.5 kg) have emerged as risk factors for ADHD from meta-analyses
of large datasets. Maternal obesity, hypertension, preeclampsia, and hypothyroidism
during pregnancy have also been associated with increased risk of ADHD in

offspring.
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054 Guideline Chapter 4 93-117 4.1-4.4.1 | The inclusion of non-pharmacological interventions is also a welcome emphasis
Document (Non- away from a wholly prescribing-based care, especially for adolescents and adults.
pharmacologi The RANZCP recognises the inclusion of nonpharmacological interventions, as
cal many therapeutic interventions may be appropriate for both ADHD and substance
interventions) abuse disorders. These include psycho education, individual coaching, peer

support, cognitive behavioural therapy (CBT), skill training, mindfulness and
dialectical behaviour therapy.

054 Guideline Chapter 4 20& 21 | 4.3.8/4.4.| This section of the draft guideline could be improved by widening the lists on
Document (Non- 3 modalities of CBT for both children, adolescents and adults to include mindfulness-
Pharmacologi based skills training. People with
cal

untreated ADHD have great difficulty with mindfulness skills and after medication this

Interventions) can be much easier to practice, often with benefits.

054 Guideline Chapter 5 22 5 The RANZCP cautions against stringent dosing recommendations within the draft
Document (Pharmacological guideline. Whilst dosing recommendations are a useful addition, providing training to
Interventions) clinicians with less experience in treating ADHD, they should not take precedence over

specialist expertise.

Whilst good practice such as second opinions and jurisdictional guidance should form
part of the guideline, so too should there be emphasis that specialists with the
appropriate expertise are best placed to determine the dosing requirement for their
patients. This is particularly true in the case of
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Feedback On Evidence

ID Section Of Rec Number Evidence Details (example) Comment (Maximum 150 Words)
Document
054 | Chapter 4.3 Sibley, M. H., Coxe, S. J., Campez, M., | The draft guideline’s contention that “New evidence was identified for a new
(Cognitive Morley, C., Olson, S., Hidalgo-Gato, N., | comparison consisting of one RCTs (Sibley et al., 2018) with a high risk of
behaviour therapy ... Pelham, W. E. (2018). High versus | bias, conducted in children with ADHD, comparing high- intensity and low-
(CBT) (Page 102) Low Intensity Summer Treatment for intensity summer treatment programs over 12 weeks" requires further
ADHD Delivered at Secondary School evidence.
Transitions. J Clin Child Adolescent
Psychology, 47(2), 248-265.
doi:10.1080/15374416.2018.1426005
054 A sole Sibley M reference is a conspicuous shortfall, The draft guideline
should incorporate this research in greater detail within the document,
complementing it with other research on CBT.
054 | Throughout 2.2.2/5.1.2/5.5.1/5.6| Gourlay, D.L., Heit, H.A. and Almahrezi, | Noted in the general feedback section, there is lack of guidance on addiction

.2/5.6.4/5.6.5/5.6.7/
7.3.3

A. (2005), Universal Precautions in Pain
Medicine: A Rational Approach to the
Treatment of Chronic Pain. Pain
Medicine, 6: 107-112.
https://doi.org/10.1111/j.1526-
4637.2005.05031.x

screening for patients seeking stimulants. Such screening echoes the
required screening for opioid prescriptions by pain specialists. The RANZCP
have provided research on effective precautions when treating chronic pain,
as guidance to the guideline development group on the matter of stimulant
misuse screening.

Belgian Good Clinical Practice in the
recognition and treatment

of ADHD and adults with substance use
dependence, 2016.

The RANZCP members have identified the following

resource as a useful guide for practitioners.

complex comorbidities, which the specialist will have a strong
understanding of as they present in
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their patient.

054

Guideline
Document

Chapter 5
(Pharmacological
Interventions)

23

The RANZCP also recommends further detail on urine drug screening
(particularly for methylphenidate), with education on how results should
be interpreted (from false positives/negatives, interaction with other
medication, failure to understand patient history). The appropriate
education of clinicians in this matter will ensure that patients’ crucial
stimulant medication is not-discontinued based on suspect evidence.
Moreover, it avoids the damaging labelling associated with substance use,
which can impact on the quality of care and other crucial social supports
(e.g., Disability Support Pension). Including addiction specialists within
the guideline development group would help facilitate such change by
emphasising stimulant misuse as a consequence of treatment across the
population. Stimulants are controlled drugs that require dispensing
safeguards in their prescription. Their inclusion within the development of
guidelines on these matters would assist practitioners to be alert of
stimulant misuse. This would help avoid cases of adults being prescribed
stimulants for false ADHD symptoms through effective addiction
screening.

054

Guideline
Document

Chapter 6
(Considerations)
— Subgroups

144

The draft guideline could be improved further by the inclusion of Culturally
and Linguistically Diverse (CALD) populations, and their barriers to
accessing treatment (language difficulties, health literacy, lack of cultural
relevance and appropriateness of treatment programs, concerns about
trustworthiness and inclusivity of mainstream services, fear of
consequences of service involvement, trauma history). Such permutations
within the draft guideline would support clinicians to offer person centred
care, tailoring services to allow CALD communities to overcome barriers of
equitable access to treatment. This includes the provision of culturally
appropriate care.
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054 | Guideline Chapter 6 144 Pharmacological and non-pharmacological ADHD treatments are heavily
Document (Considerations) impacted by not only the symptoms of ADHD, but by comorbid mental
- Subgroups health conditions. For example, there are high rates of adult ADHD and
Bipolar Affective Disorder co-morbidity. The prescription of cortico-steroids
in this group carries greater risk of steroid induced psychosis. To further
improve the utility of the draft guideline, the RANZCP suggests further
research and guidance for all staff involved in delivering health care for
patients with mental health conditions in general medical settings. Placing
such guidance within the “Considerations: subgroups” section, with a
section dedicated to patients with comorbid mental health conditions,
would improve the draft guideline.
054 | Guideline Chapter 6 144 Further consideration on patients with substance use disorders (SUD) is
Document (Considerations) required given the significant overlap between the two conditions.
-Subgroups
054 | Guideline Chapter 6 144 The RANZCP suggests significant expansion of women and girls as a key
Document (Considerations) - subgroup, both within the
Subgroups subgroups section and throughout the document. This will aid health

practitioners in the diagnosis of this underdiagnosed group.
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054

Guideline
Document

Chapter 6
(Considerations)
- Subgroups

145

6.1.1

The RANZCP welcomes the inclusion of the prison population in the draft
guideline. The guidance on treating the prison population describes gold
standard measures though, that do not reflect the current context that
health practitioners experience. It is important that as well as this gold
standard, guidance recognises the limitations that clinicians experience
and provide suitable advice based on these contingencies.
Recommendations for screening and assessment processes to identify
the presence of ADHD and co- occurring disorders among people entering
the criminal justice system are also a positive development. The draft
guideline could be improved by recognition of prisoners as a special
population, with different pharmacological and care requirements to the
general population. For example, to prescribe stimulants in prison would
place the recipient at significant risk of assault by other prisoners seeking
their medication.

054

Guideline
Document

Chapter 6
(Considerations)
- Subgroups

147

6.2.1-6.25

There must be system-wide recognition of the role of culture and
community in the healing process. This supports continuous quality
improvement for the treatment of Aboriginal and Torres Strait Islander
people with ADHD. The RANZCP welcomes the draft guideline’s inclusion
of the unique needs of Aboriginal and Torres Strait Islander Peoples for
culturally safe treatment.

054

Guideline
Document

Throughout

Throughout

2.1.2/2.2.2/2.3.3
4.3-5.8/4.4-
2.3/5.6/ 6

The RANZCP recommends that intellectual disability is given further
consideration, especially considering its ability to influence symptom
expression. A strength-based assessment process is also recommended to
consider factors that the person may have identified to mitigate symptoms
or their impact. Guidance should also be provided to assess and implement
communication preferences, for people with intellectual and other
disabilities to maximise treatment adherence. Such considerations are
pertinent given the over-representation of ADHD amongst this group, the
barriers to treatment these populations face, and the risk of inappropriate
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treatments being administered.

054

Guideline
Document

Throughout

Throughout

2.2.2/5.1.2/5.5.1/
5.6.2/5.6.4/5.6.5/
5.6.7/7.3.3

The draft guideline could be improved by additional guidance on the use of
stimulants. Firstly, with details on multiple stimulant combinations and
stimulants’ interactions with other medication. The efficacy of the draft
guideline is lessened by dealing with simpler combinations. A

054

range of medication specifics are required regarding when and how often to
monitor someone if they are being treated with multiple medications for a
range of diverse comorbidities and metabolisms. Detail on the logistical
concerns when dispensing stimulants, and how to overcome these, would
also be of use to health practitioners. Dispensing intervals can make it
difficult for patients to travel, with the requirement to plan ahead. This can
burden patients as planning is often already considered an ADHD
“weakness”. Forgetting, losing or being unable to collect stimulant
medication can have serious ramifications for the patient, particularly as
they have limited chance to obtain a new script until the next is due.

054

Guideline
Document

Throughout

12,15,24,72,74,
80, 81,120,121

A greater focus on epilepsy and ADHD would also improve the draft
guideline, addressing the improvement of ADHD symptoms with good
seizure control or improvement of ADHD symptoms with stimulants and
good seizure control.

054

Guideline
Document

Throughout

Throughout

Throughout

Across the document, short and long-acting stimulants are also referred to
as immediate release and modified release medications respectively. The
RANZCP suggests using solely the term short and long-acting stimulants to
avoid confusion.

054

Guideline Document

Throughout

Throughout

Throughout

Through multiple recommendations, the draft guidelines regard the use of
dexamphetamine as a first call. The RANZCP suggest further clarification is
given to readers about this decision.
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