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Thesis Abstract

This thesis explored children and parents’ experiences of respiratory assistance. A
systematic literature review synthesised qualitative studies exploring children and
adolescents’ experiences and perceptions of living with respiratory assistance. Most children
recognised the important function of respiratory assistance on their physical health. They
spoke of positive social experiences and some challenges they had experienced. Children
discussed their experiences of healthcare providers and offered suggestions, based on their
experiences, for future service provision. The review concludes that children’s perspectives
provide a valuable contribution to the growing evidence base, however more in-depth
explorations are needed.

A second paper presents findings from an empirical study, qualitatively exploring
parents’ experiences of caring for a child with a tracheostomy. This study was guided by the
principles of interpretative phenomenological analysis (IPA), with semi-structured interviews
conducted with seven participants. Three super-ordinate themes emerged from the data; all
interlinked and signify the complex and emotional trajectory of caring for a child with a
tracheostomy. The findings raised questions as to whether parents’ emotional needs are
being met and suggest parents could benefit from additional support from healthcare
providers. Implications for clinical practice and recommendations for future research,
particularly, longitudinal studies exploring parents’ adjustment to tracheostomy care are
discussed. The third paper discusses implications for clinical practice that arose from the
literature review and empirical paper and emphasises how the thesis explored an
understudied area. This thesis concludes with personal reflections on conducting this valuable

research.
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A% INTERNATIONAL JOURNAL OF PEDIATRIC
ﬁ-‘ OTORHINOLARYNGOLOGY
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L Abstracting and Indexing p-2
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DESCRIPTION

The purpose of the International Journal of Pediatric i is to concentrate and
disserminate information conceming ntion, cure and care of otorhi ical disorders
in infants and children due to developmental, degenerative, infectious, neoplastic, traumatic, sodal,

psychiatric and economic causes, The Joumnal provides a2 medium for dinical and basic contributions
in all of the areas of pediatric otorhinol . This indudes medical and surgical otology,
bronchoesophagol laryngology, rhin iseases of the head and neck, and disorders of
COMmEmunication, in l.ll:hng voice, speech and language disorders,

Published in cooperation with the American Academy of Pediatrics Section on Otola ogy
and Bronchoesophagology, the Asodacion Amgentina de torrinclaringologia v Foncaudiclogia
Pediatrica, the Assodation Francaise d'Otorhinolaryngologie Pediatrique, the Australasian Society
of Paediatric Oto-Rhino-Laryngology, the British Association for Paediatric Otorhinclaryngology,
the Dwtch/Flemishworking Group Pediatric Otorhinolaryngology, the European Soci Dﬂ
Pediatric Otorhinol logy, the Hungarian Sodety of Otorhinolaryngologists Section on Pediatric
Crorhinolaryngology Ee Interamerican Assodation of Pediatric Otorhinolarmgology, the Imllm

Society of Pedlatru: Otorhinolary Tbgy thelapan Society for Pediatric Otorhinolaryngol
Pﬂﬁhlfcﬂet',' of Pediatric Otorhinolaryngology, and the Sodety for Ear, Nose and Throat FE;‘H:E
in Children

AUDIENCE
Creorhinolaryngologists, Pediatricians, Speech and Hearing Spedalists.

IMPACT FACTOR
2015: 1.125 & Thomson Reuters Journial Citation Reports 2016
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GUIDE FOR AUTHORS

You can use this list to carry out a final chedk of your submission before you send it to the journal for
review. Please chedk the relevant section in this Guide for Authors for more detzils.

Ensure that the following items are present:
One author has been designated as the comesponding author with contact details:

* E-miail address

* Full postal address

&ll necessary files have been uploaded:

Manuscript:

* Include rds

= All figures (include relevant captions)

= All tables (induding titles, description, footnotes)

» Enisure all figure and table citations in the text match the files provided
# Indicate dearly if color should be used for any figures in print
Graphical Abstracts / Highlights files (where applicable)

Supplemental files (where applicable)

Further considerations

* Manuscript has been "spell checked” and "grammar chedked'

= All references mentioned in the Reference List are dted in the text, and vice versa

* F"Eﬂ11i5]5i|:-n has been cbtained for use of copyrighted material from other sources [induding the
Internet

* Relevant dedarations of interest have been made

* Jourmal policies detziled in this guide have been reviewed

* Referee suggestions and contact details provided, based on journal requirements

For further information, visit our Support Center.
BEFORE YOU BEGIMN

Please see cur information pages on Ethics in publishing and Ethical guidelines for journal publication.

If the work involves the use of human subjects, the author should ensure that the work described has
been cammied out in acowrdance with The Code of Ethics of the World Medical Association {Dedaration
of Helsinki) for experiments involving humans; Uniform Requirements for manuscripts submitted to
Biomedicz! joumnals, Authors should indude a statement in the manusoript that informed consent
was obtained for experimentation with human subjects, The privacy rights of human subjects must
always be observed.

&ll animal experiments should comply with the ARRIVE guidelines and should be carried out in
accordance with the UK. Animals (Sdentific Procedures) Act, 1986 and associated guidelines, EU
Directive 20010/63/EU for animal experiments, or the National Institutes of Health guije for the care
and use of Laboratory animals [NIH Publications No. 8023, revised 1978) and the awthors should
clearly indicate in the manuscript that such guidelines have been followed.,

&ll authors must disclose any financial and personal relationships with other people or crganizations
that could inappropriately influence [ bias) their work., Examples of potential conflicts of interest include
employment, consultancies, stock ownership, honoraria, paid expert testimony, patent applications/
registrations, and grants or other funding. ].'Pl:hu'e are no conflicts of interest then please state this:
"Conflicts of interest: none’. More information.

AUTHOR TNFORMATION PACK 24 May 2017 wivvi.elsevier. comylocateHpor 4
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Submission of an artide implies that the work described has not been published previously (exxcept
in the form of an abstract or as part of a published lecture or academic thesis or as an electronic
preprint, see 'Multiple, redundant or concurrent publication’ section of our ethics policy for more
information), that it is not under consideration for publication elsewhers, that it= pu ||:a1:|nn is
approved by all authors and tactly or explicidy by the responsible authorities where the m:- was
carried out, and that, if acc . it will not be published elsewhere in the same form, in

in any other language, induding ele:m:nlmll'gr without the written consent of the mpynghl:— E-I" Tn
wverify originality, your artide may be chedked by the originality detection service CrossChedk,

AII aLrl:hnrs should have made substantial contributions to all of the following: (1) the conception and
n of the study, or isition of data, or analysis and interpretation of data, (2} drafting the
arl:l or remslng it mnﬂ" for important intellectual content, (3] final approval :&tLa version to

Authors are e:j:e:ted to consider carefully the list and order of authors before submitting their
manuscript and provide the definitive list of authors at the time of the original submission. Amy
addition, deletion or rearrangement of author names in the authorship list should be made on
before the manuscript has been accepted and only if approved by the journal Editor. To request su
a change, the Editor must receive the following from the corresponding author: (a) the reason
fnr the cha in author list and (b) written confirmation (e-mail, IEtter.]‘ﬂ'nm all ors that they
E‘; ddition, removal or reamrangement. In the case of addition or removal of authors,
l:h|5 |n|:|u:|-E confirmation from the author being added or removed.
DHLrI:II:Dn exceptional droumstances will the Editor consider the addition, deletion or reamangement of
after the manuscript has been accepted. While the Editor considers the reguest, publication
of the manuscript will be suspended. If the manusoript has already been published in an online issue,
any requests approved by the Editor will result in a cormigendum.

In line with the position of the International Committes of Medical Joumnal Editors, the journal will not
consider results posted in the same dinical 1:|"iE|Iﬁ1:§isl:|l':'|E| in which primary registration resides to be
prior publication if the results posted are prese e form of a brief structured {lEE than 500
words) abstract or table. However, divulging results in other circumstances (e.g., investors' rnEEI:lngsr‘i
is discouraged and nﬁy]&nﬁ'ﬂﬁe consideration of the manuscript. Authors sl'muld fully disclose a
posting in registries of results of the same or dosely related work.
Reporting dirical trials
Randomized controlled trials should be presented according to the CONSORT guidelines. At manuscript
submission, authors must provide the CONSORT checklist accompanied by a flow diagram that
illustrates the progress of patients th h the trial, including recruitment, enrcllment, mndomization,
withdrawal and completion, and a detailed description of the randomization procedure. The CONSORT
checklist and template fow diagram are available online.
Registration of clinical trials
Registration in a public trials reg]ustry is a condition for publication of dinical trials in this journal
in acoordance with Intermational Committes of Medical Joumnal Editors recommendations. Trials
must register at or before the onset of patient enrolment. The dinical trial registration number
should be induded at the end of the abstract of the artide. A dinical trial is defined as any
research study that prospectively assigns human participants or groups of humans to one or more
health-related interventions to evaluate the effects of health cutcomes. Health-related interventions
indude any intervention used to modify a biomedical or health-related outcome [for example drugs,
surgical procedures, devices, behavioural treatments, dietary interventions, and process-of-care
changes). Health cutcomes indude any biomedical or health- r-[,rzlt:law:l mieasures obtained in patients or
rticipants, including pharmacokinetic measures and adverse events, Purely cbservational studies
?a those in which the assignment of the medical intervention is not at the discretion of the investigator)
will mot require registration.

AUTHOR INFORMATION PACK 24 May 2017 wwwi. elsevier. comylocate/Gpor 3



Unheard Voices Literature Review

Upon acceptance of an artide, authors will be asked to complete a “Journal Publishing Agreement’ (see
miore information on this). An e-mail will be sent to the oo ing author confirming receipt of
the manuscript together with a2 “Journal Publishing Agreement” form or a link to the online version
of this agreement.

Subscribers may reproduce tables of contents or lists of artides induding abstracts for internal
cinoulation within their institutions. Permissicn of the Publisher is required for resale or distribution
outside the institution and for all other derivative works, induding compilatons and translations. If
excerpts from other copyrighted works are induded, the author(s) must obtain written permission
from the copyright owners and credit the source(s) in the article. Elsevier has preprinted forms for

use by authors in these cases.

For open access artides: Upon acceptance of an artide, authors will be asked to complete an
"Exclusive License Agreement’ [ more information ). Permitted third party reuse of open acoess articles
is determined by the author's choice of user license.

Author rights

As an author you (or your employer or institution) have certain rights to reuse your work. More
nfcrmation,

Find out how you can share your research publishied in Blsevier journals.

You are reguested to identify who provided financial support for the conduct of the research and/or
preparation of the artide and to briefly describe the role of the sponsar(s), if any, in study design; in
the collection, analysis and interpretation of data; in the writing of the report; and in the dedsion to
submit the article for publication. If the funding source(s) had no such involvement then this should
be stated.

Funding body agreements and polic

Elsevier has established a number of agreements with funding bodies which allow authors to comply
with their funder's open access polides. Some funding bodies will reimburse the author for the Open
Aoress Publication Fee. Details of existing agreements are available online,

After acceptance, open access papers will be published under a noncommerdial license. For authors
requiring a commercial OC BY license, you can apply after your manuscript is accepted for publication.

This journal offers authors a dhoice in publishing their ressarch:

Open access

» Articles are freely available to both subscribers and the wider public with permitted reuss.

= An open access publication fee is payable by authors or on their behalf, 2.g. by their research funder
or institution.

= Articles are made available to subsoribers as well s developing countries and patient groups through

our universal aocess programs.
* Mo open access publication fee payable by authors.

Regardless of how you choose to publish your article, the journal will apply the same peer review
criteriz and acceptance standards,

For open access artides, permitted third party (reuse is defined by the following Creative Commons
user licenses:

Creative Commons Attribution-NonCommercial-NoDervs (OC BY-NC-ND)

For non-commiercial pu » lets others distribute and copy the artide, and to indude in a collectve
wiork (such as an anl:hlm as long as they credit the alﬁmr{s} and provided they do not akler or
modify the artide.

The open access publication fee for this journal = USD 2500, exduding taxes, Leamn more about
Elsevier's pridng policy: http://wenw.elseviencomfopenaccesspriang.

AUTHOR INFORMATION PACK 24 May 2017 wwvi. elsevier. comy/locate/fjpor] [



Unheard Voices Literature Review

Grean open access
Authors can share their research in a varety of different ways and Blsevier has a number of
gresn open access opbions available, We recommend authors see our green open access page for
further information. Authors can also self-archive their manumdpls immediately and enable public
arcess from their institution"s repository after an emba This is the version that has been
accepted for publication and which typically indudes a m‘-lnm‘puatad changes suggested during
submission, peer review and in editor-author communications. Embargo period: For mbﬁu‘iptim
artides, an appropriate amount of time is needed for joumnals to deliver IJE to subscribin

before an artide s freely available to the public. This is the emba riod and it |r15frnm
the date the artide is formally published online in its ﬁnal and fully |:i1ﬂ: 8 . Find out maore,

This jounal has an embargo period of 12 months,

The Elsevier Publishing Carrpus [whanw, publishingcampus.com) is an online platform offering free
lectures, interactive traini professional advice to support you in publishing your . The
College of Skills training IH:FEG miodules on how to prepare, write and structure your article and

explains how editors will look at your paper when it is submitted for publication. Use these resources,
and maore, to ensure that your submission will be the best that you can make it.

Language (usage and editing services) _ . ] )

Please write your text in lish [American or British usage is accepted, but not 3 mibdure of
these). Authors who feel their English language manuscript may require editing to eliminate possible
grammatical or spelling emors and to conform to comrect: scientific English may wish to use the English
Language Editing service available from Elsevier's WebShop.

Studies on patients or voluntesrs require ethics committee approval and informed consent, whidh
should be documented in the paper. Appropriate consents, permissions and releases must be obtained
where an author wishes to indude case cE-I'EI Is or other personal information or images of patients
and any other individuals in an Blsevier publication. Written consents must be relalneﬁ,' the author
and copies of the consents or evidence that such consents have been obtained must be provided to
Elsevier on request. For more information, please review the Elsevier Pelicy on the Use of Images or
F'e*s:-na II'IFG"IT‘ﬂ'Il}"l of Patients or other Individuals. Unless you have written permission from the

or, where ||::E||:|n|||ar the next of kin), the personal details of any patient induded in any
part cf arl:lde in amy supplementary materials (induding all illustations and videos) must
be removed before submission.

Our online submission system guides you stepwise through the process of entering your artide
details and uploading your files. The system converts your article files to a single POF file used in
the r-meview process. Editable files (e.g., Word, LaTeX) are required to typeset your article for
final publication. All cormespondenice, induﬂing natification of the Editor's dedsion and requests for
revision, is sent by e-mail.

International Jounal of Pediatric Otorhinodaryngology

This journal operates a single blind review process. All contributions will be initally assessed by the
editor for suitability for the journal. Papers deemed suitable are then sent to a minimum of two
inde nt expert reviewsrs to assess the sdentific quality of the paper. The Editor is responsible
for the final decision rding acceptance or rejection of artides. The Editor's dedision is final. More
nformation on types of peer review.

Imternational Jounal of Pediatric Otorhinolaryngology Extra

This journal operates a single blind review process. All contributions will be initally assessed ‘IJ:F the
editor for suitability for the journal. Papers deemed suitable are then sent to a minimum of two
independent expert reviewer to assess the scentific quality of the paper. The Editor is responsible
for the final dedsion rding acceptance or rejection of artides. The Editor's dedsion is final. More
nformation on types of pesr review.

Submit your article

Please submit your artide via http://ees.elseviencom/ijpor/default.asp.
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Referees
Please submit the names and institutional e-mail addresses of several potential referees. For more
details, visit our Support site. Mote that the editor retains the sole right to decide whether or not the

suggested reviewsrs are wsed,

PREPARATION

This journal operates a single blind review process. 2ll cmml:u.rumts are typically sent to a minimum of
two independent expert rewa-ru'sma'sEEEﬂ'hesuennﬁc of the paper. The Editor is responsible
for the final dedision rding acceptance or rejection ez, The Editor's dedsion is final. More
nformation on types of peer review.

Use of word processing soltware

It is important that EE file be sawed in the native format of the word processor used. The text

should be in single-column formiat. Keep the layout of the text as simple as ible. Most formatti
codes will be removed and replaced on ing the article. In particular, do not use the
processor's options to justify text orto b nate words., However, do use bold face, italics, subscripts,
superscripts etc, When preparing tables, if you are using a table grid, use l:ﬂ|'gl' one grid for eadh
individual table and not a grid for each row. IF no grid is used, use tabs, not spaces, to align columins.
The electronic text should be prepared in a way very similar to that of conventional manuscaripts (see
also the Guide to Publishing with Elsevier). Note that source files of figures, tables and text graphics
will be required whether or not you embed your figures in the text. See also the section on Bectronic
artwaork,

To avoid unnecessary emors you are strongly advised to use the "spell-chedy” and "grammar-ched”
functions of your word processor

Abstract
For Full Length Artiddes [Ressarch Papers) a structured abstract, by means of appropriate headin
(2. ﬂh_EEIJ'-Er s, Results, usion), should provide the context or background for tﬁ

research and should state its purpose, basic procedures (selection of study subjecs or laboratory
animals, observational and analytical methods), main findings (giving specific effect sizes and their
statistical significanice, if possible), and principal condusions, Itsﬁ-m :?El'l'p hasize new and important
aspects of ie or observations. racts for Case Reports should not exceed 100 words and
should not have a structured format. Abstracts for Review Papers may be structured or non-structured
depending on author preference,

Subdivision - numbered sections

Divide your artide into deardy defined and numbered sectons. Subsections should be numbered
1.1 {thEﬂ 1.1.1, 1.1.2, ...}, 1.2, =tc. (the abstract is not induded in section numbering). Use this
niumbering also for internal cross-referencng: do not just refer to "the text’. Any subsection may be
given a brief heading. Each heading should appear on its own separate line.

Introduction

State the objectives of the work and provide an adequate background, avoiding a detailed literature

survey or a summary of the results.
Material and methods

Provide sufficient detail to allow the work to be repreduced. Methods already published should be
indicated by a reference: only relevant modifications should be described.

Results

Results should be dear and concise,

D .

This should explore the significance of the results of the work, not repeat them. A combined Resuls

Ianl:l Discussion section is often appropriate. Avoid extensive citations and discussion of published
iterature,

Condlusions
The main condusions of the study may be presented in a short Condusions section, which may stand
alone or form a subsection of a Discussion or Results and Discussion section.
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If there is more than one appendix, they should be identified as A, B, etc. Formulae and equations in
appendices should be given separate numbering: Eg. (A.1), Eg. (A.2), etc.; in a subsequent appendi:,
Eq. (B.1) and so on. Similarly for tables and figures: Table A.1; Fig. A1, etc.

* Tithe. Concise and informative, Titles are often used in information-retrieval systems. Awoid
abbreviations and formulas where possible.

* Author names and affiliations. Please dearly indicate the given name(s) and family name(s)
nf each author and chedk that all names are accurately spelled. Present authors' affiliation
addresses (where the actual work was done) below the names. Indicate all affiliations with a lower-
case superscript letter immediately after the author's name and in front of the appropriate address.
Provide the full postal address of each affiliation, incuding the country mame and, i available, the
e—mall address of each author

author. Clearly indicate who will handle correspondence at all stages of referesing
anl:l publication, also post-publication. Ensure that the e-mail address is given and that contact
ddﬂsarekqﬂ:mhuhtehvﬂi&mmml' author.
permanent address, If an author has rnmred since the work described in the artide was
dnn-e.. oF was visiting at the time, a 'Present address' (or "Permanent address') may be indicated as
a footnote to that author's name. The address at which the author actwally did the work must be
retained as the main, affilistion address, Superscript Arabic numerals are used for such footnotes,

Immediately after the abstract, provide a maximum of & keywords, using American spelling and
avoiding general and plural terms anl:l miultiple concepts (avoid, for example, "and’, 'of'). Be sparing
with abbreviations: only abbreviations firmly established in 1:h-eﬁell:| may be eligible. These keywords
will be used for indexing purposes.

Adinowladgements

Collate acknowledgements in a separate section at the end of the artide before the references and do
niot, therefore, indude them on the ttle page, as a footnote to the tite or otherwise. List here those
individuals who provided help during the research (e.g., providing language help, writing assistance
or proof reading the artide, stc.).

Formaitting of funding sources

List funding sources in this standard way to fadlitate compliance to funder's requirements:

Funding: This work was supported by the National Institutes of Health [grant numbers coo:, yyyyl:
the Bill & Melinda Gates Foundation, Seattle, WA [grant number z===]; an:?th-e United States Institutes
of Peace [grant number azaa].

It is not necessary to indude detailed descriptions on the program or type of grants and awards. When
funding is from a blods grant or other resources avallabE to a university, coll or other researdh
institution, submit the name of the institute or organization that provided ﬂm?dlrrg

If no funding has been provided for the research, please indude the following sentence:

This ressarch did not receive any spedific grant from funding agendes in the public, commerdial, or

niot-for-profit sectors,

Uinits

Follow intemationally accepted rules and conventions: use the intemational system of units (SI). If

other units are mentioned, please give their equivalent in SI1.

Foatnotes

Footnotes should be used sparingly. Mumber them consecutively throughout the article. Many word
processors can build footnotes into the text, and this feature may be used. Othenwise, please indicate

l:he ition of footnotes in the text and list the footnotes themselves separately at the end of the
artide. Do not include footnotes in the Reference list.

Electromic artwork
Genaral points
* Make sure you use uniform lettering and sizing of your original artwork.
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* Embed the used fonts if the application |:|m~.n|:|ﬁ that option.

* Aim to use the following fonts in your illustrations: Arial, Courier, Times Mew Roman, Symbol, or
use fonts that look similar.

* Mumber the illustrations according to their sequence in the text.

* Use a logical naming convention tor your artwork files.

* Provide captions to illustations separately.

* Size the illustrations dose to the desired dimenisions of the published wersion,

* Submit each illustration as a separate file.,

A detailed guide on electronic artwork is available.

You are urged to visit this site: some excerpts from the detailed information are given here.
Formats

If wour electronic artwork is created in a Microsoft Office application (Word, PowerPoint, Excel) then
please supply "as is' in the native document format.

Regardless of the EH}|IE1:IE-I‘I used other than Microsoft Office, when your electronic artwork is
finalized, please "Save as’ or convert the i to one of the following formats (note the resolution
requirements for line drawings, halftones, and line/halftone combinations given below]):

EPS [or PDF): Vector drawings, embed all used fonts.,

TIFF [or JPEG): Gl:-h:rr or grayscale photographs (halftones), keep to a minimum of 300 dpi.

TIFF 1:-rJF'ElE}} Bitmapped (pure bladk & white pixels) line drawings, keep to a minimum of 1000 dpi.
TIFF [or JPEG): Combinations bitmapped ||ne.ﬂ5|afF-1:me (color or grayscale), keep to a minimum of
500 dpi.

Please do not:

» Supply files that are optimized for screen use (e.g., GIF, BMB, PICT, WPG); these typically have a
low number of pixels and limited set of colors;

. SuEphr files are too low in resolution;

* Submit graphics that are disproportionately large for the content.

Color artwork

Please make sure that arbwork files are i an a:ceplable fnrmat [TIFF (or JF'EG] EPS (or

MS Office files) and with the comect resclution. If, Ethe YOUr 3Coe article, you su mrt
usable color figures then Elsevier will ensure, at no nal charge, that figures will appear

in codor online (e.g. Sdencelirect and other srtes]cﬁgardlﬁs of whether or not these illustations
are reproduced in color in the printed version. For color reproduction in print. you will receive
information regarding the costs from Elsevier after receipt of r accepted artide. Please
indicate your preference for color: in print or online only. Further information on the preparation of
electronic artwork.

IHustration services

Elsevier's WebShop offers Illustration Services to authors preparing to submit a manuscript but
concernad about the guality of the images accompanying their e, Elsevier's expert illustrators
can produce scientific, technu:al and medical-style images, as well as a full range of charts, tables
and graphs. ]magE pdlshl is also available, where our illustrators take your image(s) and improve
them to a professio ngard Please visit the website to find out more.

captions
Ensure that each illustration has a caption. Supply captions separately, not attached to the figure, A
caption should comprise a brief tite {mot on the figure itself) and a description of the illustration. Keep
text in the illustrations themsehses to a minimum but explain all symbels and abbreviations wsed,

Please submit tables as editable text and not a5 images. Tables can be placed sither nest to the

relevant text in the artide, or on separate page{s) at the end. Mumber tables consecutively in

accordance with their appearance in the test and place any table notes below the table body. Be

?i in the use of tables and ensure that the presented in them do not duplicate results
ibed elsswhere in the artide. Please avoid using vertical rules and shading in table cells.

Citabon in taxt

Please ensure that every reference dted in the text is also present in the reference list (and vice
versa). Any references oted in the abstract must be given in full, Unpublished results and personal
CoMmmunications are not recommended in the reference list, but may be mentioned in the text. If these
references are included in the reference list they should follow the standard reference style of the
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juumal and should indude a substitution of the publication date with either "Unpublished results’ or
rp;mu | communication’. Citation of a reference as "in press’ implies that the item has been accepted
r publication.

Reference links

Increased discoverability of research and high guality peer review are ensured by online links to
the sources cited. In order to allow us to createqlinlm to abstracting and indexing services, sudch as
Soopus, CrossRef and PubMed, please ensure that data provided in the references are comect. Please
note that incorrect sumames, jounal/book titles, publication year and pagination may prevent link
creation. When ¢ I'IgI'EI:E'EnEE,. plea'sehem | as they may already contain emrors. Use of the
DO is encoura

& DOI can be used to cite and link to electronic articles where an artide is in-press and full citation
details are not yet known, but the artide is available online. & DO is guaranteed never to change,
50 you can use it as a permanent link to any electronic artide. An example of a citation using DOI
for an artide not yet in an issue is: VanDecar 1.C., Russo R.M., James [LE., Ambeh W.B., Franke M.
(2003). Aseismic continuation of the Lesser Antilles slab beneath northeastern Venezuela, Journal
of Geophysical Research, https://doi.org/10.1029/2001B000884. Please note the format of sudh
citations should be in the same style as all other references in the paper.

Web referances

Bs a mimimum, the full URL should be given and the date when the reference was last accessad. Any
further information, if known {DOI, author names, dates, reference to a source publication, etc.},
should also be given, Web references can be listed separately [e.g., after the reference list) under a
different heading if desired, or can be induded in the reference list.

Diata references

This journal encourages you to cite undeslying or relevant datasets in your man by citing them
our text and induding a data reference in your Reference List. Data references sﬁuld indude the
following elements: author name(s), dataset title, data repository, version [where available), year

and global persistent identifier. [dalaf.et] immediately before the reference so we can propery

identify it as a data reference. The [dataset] identifier will not appear in your published artide.

References in a spedal issue

Please ensure that the words 'this issue' are added to any references in the list (and any dtations in

the text) to other artidles in the same Spedal Issue.

Reference management software

Most Elsevier journals hawve their reference template available in many of the most popular reference
management software products. These indude all products that support Ctation Styde Language
styles, such as Mendeley and Zotero, as well as EndMote, Using the word processor plug-ins from
these products, authors only need to select the appropriate joumnal template when preparing their
artide, after which dtations and bibliographies will be automatically formatted in the journal's style.
If no template is yet available for this jounal, please follow the format of the sample references and
citations as shiown in this Guide.

Users of Mendeley Desktop can easily install the referenice style for this journal by dicking the following
link:
"|I.—|:| [/open.mendeley.com/use-ditation-style/international-jounal-of-pediatric-otorhinclaryngology

your manuscript, you will then be able to select this style using the Mendeley plug-
|n5 for “Iﬂﬁ Word or LibreOffice.

Reference style
Text: Indicate references by number(s) in square brackets in line with the text. The actual authors
can be referred to, but the reference numbers} must be given.

Examgle: '..... as demonstrated [3,6]. Bamaby and Jones nbEllnEd a different result ..
List: Number the references (numbers in square brackets) i |n e list in the order in which 1:hE',r appear
in the text.

Examples:
Reference to a journal publication:
[1] 1. van der Geer; J.A.J. Hanraads, R.A. Lupton, The art of writing a scientific artide, 1. Sd. Commun.
163 (2010) 51-59.
e to a book:
[2] W. Strunk I, E.B. White, The Elements of Style, fourth ed., Longman, New York, 2000,
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Reference to a chapter in an edited book:

[3] G.R. Mettam, L.B. Adams, How to prepare an electronic version of your article, in: B.S. Jones, R.Z.

Smith [Eds.), Introduction to the Blectronic Age, E-Publishing Inc., New York, 2009, pp. 281-304.

Reference to a website:

[4] Cancer Research UK, Cancer statistics reports for the UK. s/ Mwrwrwi.cancermesearchuk.org/

aboutcancer/ statistics/cancerstatsreporty, 2003 (accessed 13.03.03).

Reference to a dataset:

BEIEEEE‘I:] [5] M. Oguro, 5. Imahiro, 5. Saito, T. Nakashizuka, Mortality data for Japanese oak wilt
isxe.aﬁehand surrounding forest compositions, Mendeley Data, w1, 2013, https://doi.org/10.17632/

wj98nb39r1.

Journal abbreviations source
Journal names should be abbreviated according to the List of Title Word Abbreviations.

Elsevier video material and animation sequences to s:p;ﬂm't and enhance your scentific
research. Authors who have video or animation files that they wish to submit with their article are
strongly encouraged to include links to these within the body of the articke. This can be done in the
same way as a figure or table by referring to the video or animation content and noting in the

text where it should be placed. All submitted files should be properly labeled so that they directly
relate to the video file's content. In order to ensure that your video or animation material is directdy
usable, please provide the files in one of our recommended file formats with a preferred masximum size
of 150 MB. Video and animation files supgplied will be published online in the electronic version of your
artide in Elsevier Web produats, induding Sdencelirect, Please supply "stills' with your files: you can
choose any frame from the video or animation or make a separate image. These will be used instead
of standard icons and will personalize the link to your video data. For more detailed instructions please
wisit our video instruction pages. Note: since video and animation cannot be embedded in the print
version of the jounal, please provide text for both the electronic and the print version for the portions
of the artide refer to this content.

Supplementary material such as applications, images and sound dips, can be published with your
artide to enhance it. Submitted mpppr‘m items are published exactly as they are received [Excel
or PowerPoint files will appear as such online). Please submit your material together with the artide
and supply a concise, desoriptive caption for each supplementary file. If you wish to make changes to
supplementary material during any stage of the process, please make sure to provide an updated file.
Do not annotate any cHmeddions on a previous version. Please switch off the Tradk Changes' option
in Microsoft Office ﬁTE as these will appear in the published version.

Datz linking

If you have made your research data available in a data repository, you can link your artide directly to
the dataset. Elsevier collaborates with a number of repositories to link artides on ScdenceDirect with
relevant repositories, giving readers access to underlying data that give them a better understanding
of the research dEanE:I

There are different ways to link your datasets to your artide. When available, you can diready link
vour dataset to your article by providing the relevant information in the submission system. For more
information, visit the database linking page.

For supported data repositories a repository banner will automatically appear nest to your published
artide on ScienceDirect.

In addition, you can link to relevant data or entities through identifiers within the text of your
mntlscﬁptj. using the following format: Database: ooo (e.g., TAIR: AT1G01020; CCDC: 734033;
PDE: 1XFM ).

The journal encou authors to oreate an AudicSlides presentation with their published article,
BAudicSlides are brief, webinar-style presentations that are shown next to the online article on
ScienceDirect. This gives authors the opporbunity to summarize their research in their own words
and to help readers understand what the paper is about. More information and examgples are
availzble. Authors of this joumnal will automatically receive an invitation e-mail to create an AudioSlides
presentation after acceptance of their paper.
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Abstract

Objectives To date, no review has focused exclusively on the child’s reported experience of
living with respiratory assistance. The objective of this study was to review empirical studies
exploring children’s experiences and perceptions of living with respiratory assistance.
Methods Literature searches (1980-2017) of databases (PubMed, Web of Science, PsycINFO
and CINAHL) resulted in 1,750 references. Studies were included if they used qualitative
methods to explore children’s (under 18 years) experiences of living with respiratory
assistance, such as tracheostomies and/ or those who were ventilator dependent. Studies
that focused only on parents, carers or other family member’s perspectives, included only
adults, used only quantitative methods or were not published in the English language were
excluded. Reference lists of relevant studies were reviewed. Each study meeting criteria was
reviewed and assessed and key themes were extracted and grouped.

Results Seven studies were included in this review. Synthesis of the data identified four main
themes: children’s understanding of respiratory assistance, identity, social experiences and
service delivery. Most children recognised the important function of respiratory assistance
on their physical health. They spoke of positive social experiences and some of the challenges
they had experienced. Children discussed their experiences of healthcare providers in terms
of what was helpful to them and provided suggestions, based on their experience, for future
service provision.

Conclusion This review identified the valuable contribution children’s perspectives make to
the growing evidence-base in this area. Further in-depth explorations are needed to provide
greater understanding about children’s experiences of living with respiratory assistance.
Research exploring the journey of a young person with respiratory assistance is important in

developing knowledge and service provision in this field.

Keywords: Respiratory assistance, Ventilator-dependent, Children, Adolescents,
Perspectives, Experiences
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1. Introduction

Increasing numbers of children with chronic medical conditions are now surviving, largely
because of medical advances and improvements in medical technology. Previous records
have estimated that around 100,000 children in the USA [1] and approximately 6,000 children
in the UK are dependent on medical technology [2]. These figures, however, are outdated and
most likely underestimate the number of children who, in 2017, are dependent on medical
technology.

Children requiring respiratory assistance comprise a sub-group of this population and
include children who require ventilator support, tracheostomies, and mechanical ventilation
to either assist with or replace spontaneous breathing. The number of children requiring
respiratory assistance is less clear. Data from 1997 estimated that 17,000 children in the USA
required a tracheostomy [3]. In the UK it was estimated in 2009 that approximately 1000
children were respiratory dependent [4]. For the purposes of this review the term
“respiratory assistance” will be used to encompass all terminologies used to describe types

n  u, Y AN} YN (4

of ventilation including, “artificial respiration”, “tracheostomy”, “tracheotomy”, “respiratory
dependent”, “ventilator dependent” and “non-invasive ventilation”.

The needs of a child requiring respiratory assistance vary depending on a number of
different factors [5]. Medical diagnoses, age at onset and frequency of need for respiratory
assistance all vary; for some children, respiratory assistance may be required intermittently
throughout the day whereas others require continuous respiratory assistance throughout the
day [6]. Children require a large amount of support from trained caregivers in the
management and maintenance of the medical technology used to support their breathing.

Improvements in medical technology mean that these children, who previously would have

received most of their care in hospital, can live at home with their families with support from
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trained caregivers, usually either family members or a nurse. In most cases it is the parent
who is the trained and primary caregiver for the child, and research has focused on the
parents’ or carers’ perspective of caring for a child with respiratory assistance [7] or used
parent or carer reports to describe the child’s experience of living with respiratory assistance
[8]. The importance of including the child’s perspective in health-related research is well
recognised [9]. Eliciting the child’s perspective of living with respiratory assistance is
important to develop understanding and improve service delivery for this group of children.

The few quantitative studies that have been undertaken with this population have found
that ventilator-dependent children reported significantly lower overall health quality of life
compared with children of the same age and that children over 12 years of age were
significantly less satisfied with their daily lives than younger children [10][11]. These studies
have highlighted the need for more research capturing the experiences and perspectives of
children.

The focus of this review is on published qualitative studies addressing the experiences of
the child with respiratory assistance from the perspective of the child themselves. To date,
no review has focused exclusively on the child’s experiences and views of living with
respiratory assistance. A previous review [12] explored the views and experiences of
ventilator dependent children and their parents. It was not carried out systematically and
focused primarily on reports of parents’ experiences rather than on those exclusively
addressing the perspective of the child. The focus of the systematic review reported here is
on qualitative research exploring children’s experiences of living with respiratory assistance.
For the purposes of this review the terms “child”, “children” and “young person” will be used

to encompass any child, adolescent, and young person aged under 18 years.
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2. Methods
2.1 Search Methods

The search which informed the review of the literature was undertaken in April 2017
and the strategy is shown in Table 1. This was applied to key electronic databases to identify
papers published between 1980 and 2017. In addition, the reference lists of the published

papers were searched. The inclusion and exclusion criteria are shown in Table 2.

Table 1 Literature Search Strategy

Databases PubMed

searched Web of Science
Psycinfo
CINAHL

Limits 1980- (April) 2017

Published in English

Search (child* OR adolescen* OR school-age* OR teenage*) AND

terms (tracheostom* OR tracheotom™* OR "artificial respiration" OR "ventilator dependent”
“respiratory assistance” OR “non-invasive ventilation”) AND
(experience* OR view* OR perspective* OR “quality of life” OR impact*)

Additional Citation lists
Sources

Table 2 Inclusion and Exclusion Criteria

Inclusion Exclusion
Studies published in English Books/book chapter
Between 1980-April 2017 Focused exclusively on parents’, carers or other

family members’ perspective of the child’s

experience
Participants under 18 years Not based on empirical work
Based on self-report of living with respiratory Participants aged over 18 years
assistance Quantitative methodology exclusively

Qualitative methodology
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2.2 Search outcome

Details of the search are provided in Figure 1. Following the removal of duplicates,
initial database searches resulted in the identification of 1,288 papers. Initially titles were
screened to determine their relevance and then abstracts were screened to determine
whether they met the inclusion criteria. Full texts were obtained for those papers meeting
the inclusion criteria and any cases when it was not clear from the abstract whether the article
should be included. In cases where full texts were unobtainable authors were contacted.
Papers meeting the criteria were read in full and their reference lists reviewed for further

studies fitting the inclusion criteria. This resulted in 7 studies for review.
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SEARCHES

REMOVAL OF DUPLICATES

TITLE SCREENING

ABSTRACT SCREENING

FULL PAPER SCREENING

QUALITY APPRAISAL

DATABASE SEARCHES IN APRIL 2017:
PubMed, Web of Science, PsychINFO,
CINAHL and reference lists of qualitative

papers

TOTAL= 1,750 references found

Literature Review

DUPLICATES
REMOVED

A 4

A4

TOTAL: 462

TITLES AND STUDY TYPE SCREENED

TOTAL: 1,288 papers screened after deduplication

EXCLUDED TITLES

A 4

ABSTRACTS SCREENED

TOTAL: 94 abstracts reviewed

A4

TOTAL: 1,194

EXCLUDED ABSTRACTS: 69

Reasons for exclusion:

v

FULL PAPERS/REPORTS ASSESSED

TOTAL: 25 full-text articles retrieved and
assessed for eligibility

A 4

Reported on medical outcome data = 47
Did not include child’s perspective = 19
Participants aged over 18 years = 2

Not primary research =1

EXCLUDED FULL PAPERS: 18

Reasons for exclusion:

A 4

INCLUDED PAPERS n=7

Studies assessed using quality
appraisal tool.

\ 4

Did not focus on child’s perspective:
e Nursing perspective =1
e Parent/carer perspective = 4

Respiratory assistance not primary focus = 1

Participants aged over 18 years =1

Not primary research = 2

Full text articles were unobtainable =5
Did not use qualitative methodology = 4

Figure 1. Flow diagram of studies retrieved through database searches.
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2.3 Quality appraisal

The critical appraisal of the studies was guided by the Critical Appraisal Skills
Programme tool for qualitative research [13] and the methodological rigour of each paper
was assessed using a quality assessment form (see Table 3) used by experienced reviewers of
qualitative research [14]. The guiding criteria for qualitative studies aim to ensure rigour,
credibility and relevance of the findings. An overview of the studies included and the quality

appraisal rating can be seen in Table 4.

Table 3. Quality Assessment Criteria (adapted from [14]).

Quality assessment criteria Fully Partially Notmet Not
met met applicable

Clear aims/research question

Design appropriate for research question
Recruitment process given

Participants appropriate to research question
Ethical approval/informed consent given

More than one perspective on research question
Data collection method adequately described
Data sufficiently detailed for research question
Researcher bias has been addressed

Clear description of analytical method

Clear description of how results derived from analysis

LWReNOUAEWNPRE

=
= o

-
N .

. Analysis not biased by researcher (more than one analyst)
Contradictory data considered

Findings presented in sufficient detail

Findings discussed in context

Implications discussed

Limitations of study discussed

N e
No v kAW

To assess the methodological quality of each study, items on the quality assessment tool were scored as follows:

Items identified as “fully met” were given a score of +1, items identified as “partially met” were given a score of +0.5, items
identified as “not met” were given a score of -1 and items identified as “not applicable” were scored as zero.

The scores were then totalled and percentages were calculated by dividing the total by the number of applicable items.
Percentages were rounded up to nearest whole number.
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Literature Review

Author (Year) Location,
Quality appraisal (%)

Participant, Sample Size

Research question/aim

Methods

Limitations

Earle, Rennick,
Carnevale, & Davis
(2006) Canada [6]
53%

Kirk (2010) UK [9]
53%

5 children aged 4.5-17
years (3 females, 2 males)
who had been home
ventilated for at least 2
years.

Purposive sampling.

28 young people (8-19
years, 17 males, 11
females) requiring
continuous support of one
or more medical
technologies. 14 of these
28 participants used either
tracheostomy, mechanical
ventilation, or oxygen
therapy and only these
were included in the
review.

Explore children’s
subjective responses to
home ventilation and their
perceptions of its impact
on their daily lives.

Explore how medical
technology was
experienced and
constructed by children
and how it influenced their
identity and social
relationships.

Multiple case-study approach.
Participant observations during
clinic visits, hospital admission,
at home and at school and
audio recorded semi-structured
interviews with the children.
Open coding technique
followed by the development of
themes which were validated
during subsequent interviews.

Grounded Theory Approach.
Interviews were conducted, and
some participants’ drawings
were used to facilitate
discussion.

Data and field notes were
transcribed then analysed,
codes developed and the
relationship between different
themes were explored.

Small sample size across a
large age range.

Lack of detail about topic
guide/questions asked during
semi-structured interview, the
length of time of the interview
and who was present.

Unsure if researcher bias has
been accounted for by
involving multiple analysts.
Implications of findings not
discussed.

Limited information regarding
medical technology e.g. length
of time participated support
by medical technology.
Parents were used as key
informants for children with
communication difficulties
therefore it was unclear if the
findings from these children
reflected their views and
experiences.

Unclear if data was analysed
by more than one researcher.
Limitations not discussed.
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Author (Year) Location,
Quality appraisal (%)

Participant, Sample Size

Research question/aim

Methods

Limitations

Noyes (2000) UK [5]
65%

Noyes (2006) UK [15]
71%

18 VD young people (6-18
years, 8 females, 10 males).
Purposive sampling

35 VD young people (6-18
years)
Purposive sampling.

Explore the views and
experiences of VD young
people, and to ascertain
their health, social,
environmental and
educational needs.

To describe VD children’s
(and their parents’)
experiences and meanings
of the child’s health and
quality of life.

Phenomenological approach.
Face-to-face interviews,
photographs were taken of
their environments and
participants supplied
photographs and school work.
Talk and draw/play techniques
used by some participants.
Data analysed using thematic
analysis and an adapted
framework for assessing
patient-centre needs.

Heideggerian phenomenology
approach across two phases:
initial exploratory work and
then in-depth case studies.
Transcripts, interview notes,
observations and drawings
were analysed using a
“framework” approach and
principles from Heidegger’s
hermeneutic circle.

Exclusion/inclusion criteria for
participants unclear., e.g.
length of time the young
person had been VD.
Researcher bias not
addressed.

Unclear if more than one
researcher analysed the data.
Few quotations from
participants included in results
—lack of clarity around how the
results derived from the data.

Participant demographics
unclear (e.g. gender).

Limited information about
topic guide for interview.
Participants’ difficulty in
articulating their experiences.
Parents being present in some
of the interviews- possibility of
their presence influencing the
child’s response.
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Author (Year) Location,
Quality appraisal (%)

Participant, Sample Size

Research question/aim

Methods

Limitations

Sarvey (2008) USA [16]
88%

Spratling (2012) USA
[17]
91%

Spratling, Minick, &
Carmon (2012) USA [18]
85%

9 VD children aged 7-12 (4
male, 5 female) who were
VD for a minimum of eight
hours each day.

Purposive sampling.

11 adolescents (5 males, 6
females) aged between 13-
18 years who required
respiratory assistance
Purposive sampling.

5 school-aged children (1
female, 4 males) aged
between 6-11 years who
had a tracheostomy for at
least 1 year.

Purposive sampling.

To obtain the first-person
perspective, from
individuals who are VD in
order to understand what
life is like living with a
ventilator.

Explore the experiences of
medically fragile
adolescents who require
respiratory assistance.

Explore school-aged
children’s perspective
about living with a
tracheostomy.

Phenomenological approach:
Audio-taped interviews (lasting
30-75 minutes), later
transcribed and analysed-
meaning units clustered using
hermeneutic analysis, following
this a thematic structure was
developed.

Interpretative phenomenology.
Audio recorded semi-structured
interviews. Interviews and field
notes transcribed, coded,
categorised, and evaluated for
emergent themes and then
emerging patterns. Findings
were validated with the
research team and participants.

Interpretative Phenomenology.
Audio recorded semi-structured
interviews (20 minutes). Data
were transcribed, reviewed for
accuracy and coded with
evaluation for emerging themes
by research team. Field notes
and a reflective journal were
included.

Lack of detail around location
of interviews and detailed
exclusion and inclusion criteria
of participants.

Potential influence of
researcher bias not discussed.

Lack of detail about what was
asked and length of time of
interview.

Participants ability to
articulate their experiences as
result of communication
difficulties/development
delays.

Parents present in some of the
interviews

One participant had been de-
cannulated prior to interview.
Researcher’s knew some of
the children/families (provided
direct care)-potential for
contamination.

Table 4. Details of studies included in the review.
Abbreviations used: VD, ventilator-dependent
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2.4 Included studies

Seven studies were included in the review, see Table 4. When combined the studies
represented the views of 97 children. Across all studies the ages of the children ranged from
4 to 18 years of age. The studies mainly used a type of phenomenological approach (5 out of
7 seven studies) with interpretative phenomenological analysis (IPA) and Heideggerian
phenomenology being reported. Grounded theory and a multiple-case study approach were
used in the two other studies and no specific methodology was reported as being applied to
the analysis in the multiple case study. The methods used in gathering the data included
interviews (semi-structured), field notes, drawings, photographs, observations, and
questionnaires.
The quality of the studies varied and limitations included difficulties with the participants’
ability to articulate their experiences, the inclusion of parents in interviews and the potential
this had to contaminate the results. In addition, several studies did not report on the length
of time the participants had had respiratory assistance, making it difficult to establish

differences across the trajectory of time living with respiratory assistance.

3. Synthesis

Thematic synthesis was used to synthesise the findings [19]. Quotations for participants
and authors’ comments under the headings “findings” or “results” from each paper were
copied in to a separate word document for coding. The thematic synthesis involved three
stages as outlined by Thomas and Harden [19]. Firstly, quotations and authors comments
were read several times by the reviewers and coded line by line for each study. This line by
line coding allowed the translation of concepts from one study to the next. After this was

completed, all the codes from each study were compiled together. The reviewers looked for
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similarities and differences between the codes and they were grouped together accordingly.
The second stage of the thematic synthesis involved developing descriptive themes which
captured the meaning of groups of initial codes. This was completed by one of the reviewers
and then discussed with the other two reviewers.

For the final stage of the synthesis, the descriptive themes that emerged were considered
in the context of the aim of this review, seeking to explore the experiences of children living
with respiratory assistance. The reviewers inferred barriers and facilitators to living with
respiratory assistance from the views the children were expressing and considered these in
the context of service delivery. Each reviewer first did this independently then as a group.
This discussion allowed more analytical themes to emerge. This resulted in the development
of the four main themes with associated sub themes.

Data from each study were used to construct a list of key themes. Themes were generated
through the authors’ comments about the data and quotations from participants. The themes
from each study were organised into main themes and sub-themes. These themes evolved
and changed throughout the process. This resulted in the following four main themes with
associated subthemes:

1. Understanding respiratory assistance (Sub-themes: Function and Acceptance;
Children as Experts);

2. ldentity and respiratory-assistance (Sub-themes: Perceptions of Self; Self-Esteem;
Future Ambitions);

3. Social Experiences and Living with respiratory assistance (Sub-themes: Support;
Social Isolation; Never Alone);

4. Service Delivery (Sub-themes: Relationships with Healthcare Providers; Awareness;

Education).
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3.1 Understanding of Respiratory Assistance
Most children demonstrated a sophisticated level of understanding of the function of
the respiratory assistance supporting them. Some children expressed an acceptance of the

respiratory assistance, whereas other children described the negative impact.

3.1.1 Function and Acceptance

Respiratory assistance provides support with breathing. Difficulties breathing are
described as an, “exhausting and debilitating experience” (p.396, [15]). In a number of the
studies children’s reports of the impact the respiratory assistance had on their physical health
was described [6,9,15—-17]. Authors found that, irrespective of age or reasons for ventilation,
children reported that respiratory assistance helped them to breathe [6], helped with making
them feel better [15] and helped them stay alive [9]. In each of these studies the children
were able to recognise that the medical technology served an important function for their
health and survival and also contributed to their overall quality of life, enabling them to do
the things that would not be possible without respiratory assistance.

In the study of Earle and colleagues [6] some children reported a sense of acceptance
towards their respiratory assistance. Similar findings were also reported with adolescents
who said that they found their respiratory assistance to be helpful in making the most of their
daily lives [17]. Although it was unclear whether this acceptance was related to age or the
length of time with respiratory assistance, it was suggested that children appeared to be more
accepting of their respiratory assistance when it was not visible, for example when it was only
required during sleep [6].

Some children described negative experiences of respiratory assistance. In one study a

child described a feeling of being “pulled away from others” when being attached to the

25



Unheard Voices Literature Review

ventilator (p.194, [16]). In another study, a child reported the experience of being ventilated

by a machine as a source of physical pain and discomfort [9].

3.1.2 Children as Experts

Children with respiratory assistance require a large amount of medical care. Often their
daily lives revolve around medications, self-catheterisation, having their airway suctioned and
transporting ventilator equipment. In a number of the studies the children demonstrated a
high level of knowledge with regard to the medical technology supporting them [6,9,16]. In
the study of Sarvey [16] all of the participants were able to describe what machine they used,
how it worked and what was required to keep it functioning. The children demonstrated a
level of expertise in their respiratory assistance. In one study all of the children were

described as being knowledgeable about their medical care [6] .

3.2 Identity and Respiratory Assistance
Children strived to be seen as “normal” and discussed their hopes and aspirations for

the future. Mixed findings were reported in relation to children’s self-esteem.

3.2.1 Perceptions of Self

A core finding from this review is that a number of children reported that they wanted
to be seen as a person, with interests, abilities and experiences separate to their respiratory
assistance [6,9,15—17]. In Sarvey’s study [16], the children reported that they believed others
viewed them as “different”. A common finding was that children saw the respiratory
assistance as one part of their lives and wanted to emphasize that they lived “normal”,
“ordinary” lives [9,16].

26



Unheard Voices Literature Review

Children frequently reported seeing themselves as similar to other children of their
age. Children emphasised their “normality” by making comparisons to other children their
age and of their experiences of playing with siblings and the activities they took part in
[15,16].

Challenges to identity development were reported by a number of the children
[9,16,17]. Some of the children reported that the constant presence of nurses made it
difficult for them to be themselves [17] and other children viewed not being able to be left
alone as intrusive [16] and feeling like they had lost their privacy [9]. In Spratling’s study [17]
some of the children described the importance of healthcare workers, such as nurses, seeing
them as individuals rather than focusing solely on their medical needs.

The visibility of respiratory assistance and identity were points of discussion in two of
the studies [6,9]. For some children requiring respiratory assistance at school, whether to
reveal or conceal their need for medical technology was not a choice that they had. Children
whose respiratory assistance was not always visible described managing their identity by
being selective about who to disclose their medical needs to [9]. As discussed previously, in
Earle’s study children’s acceptance of their respiratory assistance appeared to be linked to
whether it was visible to others, suggesting that not appearing “different” to others was an
important factor in managing their identity [6].

These findings indicate that for children with respiratory assistance, a key part of their
identity work focuses around a desire to be seen as “normal” and similar to other children,

rather than defined by their physical health difficulties.

3.2.2 Self-esteem

Children with respiratory assistance reported mixed findings in relation to self-esteem
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[5,10,15,16]. In one study [16] it was reported that all participants in the study viewed
themselves as people of “worth to themselves and others” (p.193) suggesting that the
children valued themselves. In contrast, other studies have found that children with
respiratory assistance report low self-esteem [5,15]. In Noyes’s study [5] the children, who
had spent extended periods of times in hospital, spoke about not feeling “valued as part of

society” (p. 1211).

3.2.3 Future ambitions

Children’s hopes for the future and their aspirations were discussed in a number of
the studies ([6,9,17]. In one study [6] some children’s hopes focused on aspects separate to
their respiratory assistance such as career ambitions, whereas for others it was related to
becoming less dependent on respiratory assistance, illustrating that the challenges children
face with respiratory assistance did not always appear to impact on their future hopes and
aspirations. Achieving independence is a normal developmental milestone that young people
work towards, typically during adolescence [20]. Similarly, in Kirk’s study [9] children of
different ages reported a goal of “living an ordinary life” with some children reporting their
aspiration to be able to live independently and to have children. Comparable findings were
reported in a study of eleven adolescents with respiratory assistance, and the authors
suggested that striving for independence was of even more importance for an adolescent

with respiratory assistance than for healthy adolescents [17].

3.3 Social experiences and living with respiratory assistance
Friendship groups played an important part in supporting children however

restrictions to activities and frequent medical input limited social experiences and impacted
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on personal privacy.

3.3.1 Support

A common finding was the high value the children with respiratory assistance placed
on their social networks, especially friends at school [6,9,17,18]. Children of different ages
valued their friendships, describing them as supportive [17], a source of companionship [18],
and as being one of the things that “made them most happy” (p. 277, [6]). In Earle et al.’s
study [6] the children described reciprocal relationships; helping each other with class work
and spending time together outside of school.

Friends had an important role in the identity development of children with respiratory
assistance [9,17]. Children reported that friends were supportive in helping with challenges
they faced in relation to their identity and respiratory assistance [9] and similarly, they

reported that friends supported the development of their sense of self [17].

3.3.2 Social Isolation

Children with respiratory assistance described experiences of social isolation [5,15—
18]. In one study children related their sense of isolation to the restrictions being dependent
on respiratory assistance placed on their ability to do things [16]. For many of the children,
managing respiratory difficulties was an everyday activity, requiring frequent medical input
and often necessitating spending extended periods of time in hospital. In Noyes’s study [5],
some of the older children had spent up to 6 years in hospital. This prolonged period in
hospital meant that children missed out education, had limited social contacts and limited
opportunities to play. A prominent theme emerging from this study was that children felt

socially isolated [5].
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Some children were aware of differences in their ability to engage in activities in
comparison to other children. Children reported not being able to engage in activities that
their friends were doing, such as nights out [16]. In Earle’s study [6], the one child who
required respiratory assistance at school reported feeling sad and frustrated with not being
able to engage in activities with others. In another study [15] some of the children reported
being socially excluded whereas one child, who required ventilation 24 hours-a-day, showed
little awareness that their social life was any different to the social lives of other children.
These findings suggest that exposure to other children without respiratory assistance
influenced how children with respiratory assistance viewed their social life.

Children reported knowing few other people with similar health conditions [16,18].
Spratling [18] described how, when children were asked if they knew other people with a
tracheostomy, their answers suggested they did not know of other children with similar
health conditions and were alone in their experiences of respiratory assistance. This
experience of being “the only one” was associated with the children feeling isolated from
others [18]. In research exploring children’s experiences of chronic illness, such as diabetes
or asthma, a consistent finding has been the importance children place on relationships with
other children with chronic illness (e.g. [21]). What is notably absent from the studies in this
review is children’s experiences of peer relationships with other children with similar health

conditions.

3.3.3 Never Alone
Whilst children reported experiencing social isolation, they also described the seemingly
contradictory feeling that their respiratory assistance meant that they were never alone

[9,16,17]. Many children with respiratory assistance require nursing support in all their
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activities, such as at school, at bed time and during social activities. Some of the children
reported that the constant presence of a nurse made it difficult for them to be themselves
[17] and viewed not being able to be left alone as intrusive [16] and feeling like they had lost
their privacy [9]. Children reported that the constant presence of nurses made it difficult to
spend time alone with family members and restricted their ability to engage in social activities
such as sleepovers [9]. The experience and feeling of never being apart from others, typically
carers, may have further exacerbated children’s experiences of not being seen as “normal”

and as discussed previously, the lack of privacy appeared to have made it more difficult for

children to develop a sense of self.

3.4 Service Delivery

The attachment children had to healthcare providers served as a protective factor for
several children. The role of nursing staff in providing education and awareness of respiratory
assistance was highlighted. Such awareness raising could help to mitigate some of the

difficulties experienced by children.

3.4.1 Relationships with healthcare providers

The quality of the relationship with healthcare providers was a theme in many of the
studies [5,6,17]. Children reported valuing the input they received from the medical staff and
the hospital, with some describing a strong attachment towards the hospital who supported
their medical needs, viewing the hospital as a “home away from home” (p.276, [6]). For one
chronically-ill child, it was suggested that the confidence he had in his caregivers supported
him through difficult times in his life [6].

Some children reported negative experiences with healthcare providers and some
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described what they would find helpful from medical staff [5,17]. In Noyes’s study the
children, who had spent extended periods of time in hospital, reported that they were not
given the opportunity to express their views or opinions and that treatment focused on their
medical needs, often not taking in to account their social needs such as spending time with
family [5]. As discussed in the theme, ‘Perceptions of Self’, children had a strong desire to be
seen as “normal” and “ordinary” and they gave suggestions about how this could be achieved.
In one study, children spoke about a desire for nurses to spend time talking to them about
who they were as an individual rather than focusing solely on their medical needs [17]. They
said that if nurses were able to spend time getting to know them this would help them to feel
more comfortable and more able to express their feelings [17].

As discussed previously, a key part of identity work for children with respiratory

|II

assistance is focused around their desire to be seen as “normal”. These findings suggest that
by having discussions about their interests, rather than focusing solely on their medical needs,

nursing staff can play an important role in children’s identity development by helping them

to see themselves as an individual distinct from their medical needs.

3.4.2 Education and Awareness

The importance of education and awareness of respiratory assistance were discussed by
children in several of the studies [9,16,18]. As noted previously, a common finding of this
review is the importance children place on being seen as “normal”, possibly more so than
other children without respiratory assistance [6,9,15—-17]. In one study children reported that
if others were educated and aware of the experience of needing respiratory assistance they

III

believed that this would help people to see them as “normal” [16]. More specifically, children

described how educating others about their tracheostomies helped with building
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relationships with other children [18]. In Kirk’s study there was discussion around how lesser
known medical technologies, such as respiratory assistance, have not yet been normalised
within children’s social networks, leading to children with these technologies experiencing
difficulties in managing their identity, and facing challenges related to concealment and
disclosure of their medical technology [9].

Taken together, these findings indicate the importance of providing education about
and raising awareness of, respiratory assistance to help with normalising children’s
experiences and supporting them with managing challenges related to their identity and self-
presentation. The nursing profession was highlighted as being key to increasing the
understanding of respiratory assistance [17,18]. Suggestions were made to incorporate
teaching about children with medical technologies into nursing training programmes and for
nurses to provide training to school populations (e.g. teachers, school nurses and students)

in order to educate others and raise awareness of respiratory assistance [17,18].

4. Conclusion

This review has focused on children’s experiences and views of living with respiratory
assistance and four main themes have been presented about respiratory assistance in terms
of their understanding of it, their identity, social experiences and service delivery experiences.
The children in the studies were able to articulate and express their experiences, both positive
and negative, of living with respiratory assistance. What was apparent throughout all the
studies was the children’s resilience to the difficulties they had experienced.

To date, the quality and quantity of the research focusing on the child’s experience of
living with respiratory assistance is limited. Most studies exploring children’s experiences of

such technology have focused on the parents’ own experiences or their views of the child’s
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experience. As a result, there is still a limited understanding of these children’s experiences
across the illness trajectory and more specifically, for example, how the length of time with
respiratory assistance impacts on a child’s experience.

The studies in this review highlight how children and young people can provide valuable
insights and information which can help inform understanding and future service provision.
It is important to ensure that in future research children with communication difficulties are
engaged, including those for whom English is not their first language, to ensure that more
children have the opportunity to express their views and experiences.

With the continued advances in medical technology and the shift in care provision from
the hospital to the community, it is likely that the number of children with respiratory
assistance will continue to increase. It is therefore important that more research is conducted
in which children’s experiences of living with respiratory assistance are explored in order to
inform future service provision. Specifically, in-depth explorations are needed to increase
understanding of whether time and illness trajectory impact on children’s experiences.
Furthermore, such research would support the development of evidence-based interventions
aimed at optimising the quality of life of children who require respiratory assistance, both at

home and at school.
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AUTHOR INFORMATION PACK 24 May 2017 wwvi. elsevier. comy/locate/fjpor] [

43



Unheard Voices Empirical Paper

Grean open access
Authors can share their research in a varety of different ways and Blsevier has a number of
gresn open access opbions available, We recommend authors see our green open access page for
further information. Authors can also self-archive their manumdpls immediately and enable public
arcess from their institution"s repository after an emba This is the version that has been
accepted for publication and which typically indudes a m‘-lnm‘puatad changes suggested during
submission, peer review and in editor-author communications. Embargo period: For mbﬁu‘iptim
artides, an appropriate amount of time is needed for joumnals to deliver IJE to subscribin

before an artide s freely available to the public. This is the emba riod and it |r15frnm
the date the artide is formally published online in its ﬁnal and fully |:i1ﬂ: 8 . Find out maore,
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details and uploading your files. The system converts your article files to a single POF file used in
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The electronic text should be prepared in a way very similar to that of conventional manuscaripts (see
also the Guide to Publishing with Elsevier). Note that source files of figures, tables and text graphics
will be required whether or not you embed your figures in the text. See also the section on Bectronic
artwaork,

To avoid unnecessary emors you are strongly advised to use the "spell-chedy” and "grammar-ched”
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case superscript letter immediately after the author's name and in front of the appropriate address.
Provide the full postal address of each affiliation, incuding the country mame and, i available, the
e—mall address of each author

author. Clearly indicate who will handle correspondence at all stages of referesing
anl:l publication, also post-publication. Ensure that the e-mail address is given and that contact
ddﬂsarekqﬂ:mhuhtehvﬂi&mmml' author.
permanent address, If an author has rnmred since the work described in the artide was
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Diata references
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|n5 for “Iﬂﬁ Word or LibreOffice.
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can be referred to, but the reference numbers} must be given.
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wisit our video instruction pages. Note: since video and animation cannot be embedded in the print
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of the research dEanE:I
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For supported data repositories a repository banner will automatically appear nest to your published
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Abstract

Objectives The numbers of children with a tracheostomy being cared for in the community
are increasing yet there is little research investigating the impact these caring responsibilities
have on parents. This qualitative study aimed to explore experiences of parents caring for a
child with a tracheostomy across the trajectory of care.

Methods Semi-structured interviews were conducted with seven parents of children who had
received a tracheostomy at least 12 months prior to the interview date. Interviews were
analysed using IPA, a qualitative approach was used to explore how people make sense of
their lived experiences.

Results The analysis revealed three super-ordinate themes: “Coming to terms with a
tracheostomy” explored how parents experienced the initial stages, from shock, to
uncertainty to gaining control through tracheostomy training. “Medicalisation of your life”
reflected the unrelenting need to be caring, the conflicting parental and carer roles, and the
ways in which parents adjusted to and coped with their lives being dominated by caring.
“Tracheostomy Transformation” illustrated parents’ journeys to becoming confident in
caring, advocating for their child and experiencing personal growth and change.

Conclusions The findings raise questions as to whether parents’ emotional needs are being
met, and suggest parents could benefit from additional support from healthcare providers.
More research is needed, specifically, longitudinal studies exploring parent’s adjustment to
tracheostomy care, from first finding out to the stages before de-cannulation, as well as

studies exploring the impact on all family members, particularly siblings.

Keywords: parents, experiences, tracheostomy, caring, psychosocial, adjustment.
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1. Introduction

Advances in medical care have led to an increase in the number of children being
supported by medical technologies most commonly mechanical ventilation, including
tracheostomy and oxygen therapy, enteral and parenteral nutrition, intravenous drug
therapies and peritoneal dialysis and haemodialysis [1]. These medical advances have meant
that children, who previously would typically spend extended periods in hospital, are now
able to transition home and be cared for in the community, usually by their parents or carers.
In recent years, the impact these caring responsibilities have on parents has gained increasing
interest. Parents caring for a child with a tracheostomy make up a sub-group of this
population.

Children with tracheostomies require constant supervision from an adult who has
been fully trained and who has specialist knowledge and skills in tracheostomy care and
management. To transition from hospital to the community, the child’s parents, or carers,
must be taught and deemed competent in the following: stoma care, suctioning, tape
changes, tube changes and resuscitation skills and emergency care [2]. Only when a parent is
deemed “tracheostomy competent” would discharge to the community be considered.

The parental responsibility to continue delivering this skilled level of care has been
found to impact on parents’ emotional wellbeing, health, social experiences and family life
[3,4]. Whilst some research has included the impact of tracheostomy care, few studies have
focused exclusively on the experiences of caring for a child with a tracheostomy. A recent
literature review exploring the experiences of parents caring for a child with a tracheostomy
highlighted the lack of in-depth quality research in this area [5]. Furthermore, few studies
have explored the parental experiences across the trajectory of care, from first finding out to

caring at home. The absence of such research limits the understanding of the parental caring
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experience and makes planning services more challenging due to the lack of evidence guiding
healthcare professionals.

The aim of this study was to explore parents’ experiences of caring for a child with a
tracheostomy at different stages of the caring process, specifically, prior to the child receiving
a tracheostomy, immediately after the tracheostomy and whilst caring for their child at home.
The reason for the focus on parental experiences and not child, was firstly due to the level of
responsibility on parents caring for their child with a tracheostomy. Secondly, many children
with a tracheostomy are too young (e.g. those receiving a tracheostomy soon after birth) to
be able to provide detailed accounts and insights into their experiences, therefore seeking
the views and experiences of parents was considered most appropriate.

By gaining an increased understanding of parents’ experiences across the trajectory of
care, the study aimed to provide evidence to guide healthcare professionals who are
supporting these children and families. To the authors knowledge, this is the first qualitative

study exploring parents’ experiences of caring for a child with a tracheostomy, exclusively.

2. Methodology
2.1 Methodological Approach

Interpretative phenomenological analysis (IPA) was used due to its flexibility and focus
on participants’ lived experiences [6]. The IPA approach assumes participants are experts in
their experiences and focuses on gaining insights into how participants make sense of and
interpret their experiences.

The researcher plays an active role in the interpretation and the dynamic process
between researcher and participant is a key part of the IPA approach. To make sense of the

participants’ lived experiences IPA recognises that this interpretation is influenced by the
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researcher’s own experiences and conceptions. This two stage interpretation is known as
double hermeneutics; essentially participants are trying to make sense of their experience
and the researcher is trying to make sense of the participants trying to make sense of their
experiences [6]. This process of double hermeneutics is viewed as an important element in
interpreting participants’ experiences.

2.2 Participants

Studies using IPA typically involve a small, purposively selected, homogenous
participant group, to allow in-depth interpretation of a specific group [6]. Parents of children
who had received a tracheostomy at least 12 months previously and had been cared for at
home for at least 6 months prior to the study start date were invited to take part. Parents
were recruited from an NHS specialist children’s hospital.

Following receipt of ethical approval (Bangor University, Wales Research Ethics
Committee, HRA approval and local hospital approval; Appendix 1-6) nursing staff, working
with children with tracheostomies, gave information regarding the study and opt in forms to
potential participants (Appendix 7). Participants who expressed an interest in taking part
through returning the opt in forms or notifying the nursing staff were provided with more
information and the opportunity to discuss the study in more detail. Seven participants
expressed an interest in taking part and nobody declined to participate. Demographics of

participants who took part can be seen in Table 1.
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2.3 Participants Demographics

Empirical Paper

Parent

to child
Tom Father
Shane*  Father
Tracey*  Mother
Katie Mother
Henry Father
Elizabeth Mother
Lucy Mother

Relationship Child

Freddy

Jason

Jason

Isla

Tilly

Noah

Ally

Child’s
Diagnosis

Down
Syndrome

Malrotation
and Volvulus

Malrotation
and Volvulus

Rare genetic
conditiont
Rare genetic

conditiont

Oesophageal
atresia

Rare genetic
conditiont

Child’s Age
at interview

23 months

4 years

23 months

13 months

Child’s Age at

Time cared

Tracheostomy for at home

1 year

6 months

6 months

5 months

1 day

2 months

2 months

15 months

19 months

19 months

15 months

3.5 years

18 months

6 months

*Shane and Tracey were interviewed together

1To protect parents’ and child’s anonymity specific details of the child’s diagnosis have

been omitted.

NB. For purposes of confidentiality and anonymity all names have been changed.

Table 1. Participant demographics

2.4 Data Collection

A semi-structured interview format was selected to allow participants the opportunity

to explore their own experiences whilst also allowing the researcher to respond to

participants’ insights and reflections with further questioning. The interviews were guided by

an interview schedule as suggested by Pietkiewicz and Smith [7]. The interview schedule was
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developed through discussion with a specialist nurse in the field and parents of children with

a tracheostomy (Table 2; see appendix 8 for a detailed interview schedule including prompts).

Interview Schedule

1.
2.

10.

Can you start off with you telling me a little bit about (child’s name)?

Can you tell me about how it was first discussed that your child needed a
tracheostomy?

Can you tell me about your experience of tracheostomy training?

Can you tell about your experience of having a child with a tracheostomy?
Can you tell me about your experiences of transition from hospital to home with
(child’s name)?

Can you tell me about your experience of caring for your child with a
tracheostomy at home?

How has your experience of caring for your child changed or not changed over
time?

Can you tell me about what your expectations are for (child’s name) since
receiving the tracheostomy?

What impact do you feel having a child with a tracheostomy has had on your
family?

What things did you value/think were important for you and your child since

receiving a tracheostomy?

Table 2. Interview schedule

Topics in the interview were arranged chronologically covering the entire experience

from first finding out their child needed a tracheostomy, to being trained in tracheostomy

care, to transitioning home and caring for their child at home.

Participants were interviewed at a date and time that was suitable to them, typically

this was during a visit to the specialist hospital. Prior to the interview, rapport was developed

to help participants feel more comfortable and relaxed with the researcher and during the
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interview. Participants were reminded of the study’s aim, given the opportunity to ask
guestions about the study and made aware of their right to withdraw at any time during or
after the interview. The researcher provided assurances of confidentiality and anonymity and
permission for the interviews to be recorded and written consent were obtained (Appendix
9).

Participants were interviewed on one occasion. The duration of the interviews ranged
between 40 minutes and 90 minutes and were conducted by the lead researcher across a
five-month period from November 2016 to March 2017. After the interview, the recorder was
turned off and participants were given the opportunity to ask any questions they had about
the study. Participants were thanked for their involvement and the researcher ensured that
each participant was not distressed and was aware of how to access further support. No
participants withdrew from the study. The researcher made field notes during and following
the interview, recording non-verbal gestures made by participants, any interruptions or

stoppages during the interview, and their own reflections of the interview.

2.5 Data Analysis

Data analysis followed the IPA process outlined by Smith, Flowers and Larkin (2009).
Having transcribed the interviews verbatim, the first interview was read several times in its
entirety to allow the researcher to become familiar with the data. The researcher annotated
the interview transcript with exploratory comments and initial interpretations in the right-
hand margin. The transcript was reread and emerging themes were captured in the left-hand
margin (see appendix 10 for an analysed extract), after this was completed all the themes
were listed. Connections and differences between the themes were explored and similar

themes were grouped together. Throughout checks were made to ensure the themes
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corresponded to what the participants had said. A master list of super-ordinate themes was
developed and emerging sub-themes were arranged into groups under each super-ordinate
theme. This process was repeated for each transcript and the master list of super-ordinate
themes and sub-themes expanded.

The super-ordinate themes and sub-themes were supported by verbatim quotes to
ensure that the themes were representative of the participants’ responses. The list of super-
ordinate themes and associated sub themes changed several times throughout analysis and
write-up.

To ensure reliability and validity of the IPA analysis field notes were written after each
interview, providing the interviewer’s reflections of their feelings about the interview and a
reflective diary was completed throughout the research. The field notes and the reflective
diary were consulted during data analysis. The co-authors (J.W a health psychologist and L.W
a clinical psychologist) read the transcripts separately and checked the themes for relevance

to ensure that they were grounded in the data.
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3. Results

Three super-ordinate themes and associated underlying themes emerged from the
data (Table 3). All themes were interlinked and signify the complex and emotional trajectory
of caring for a child with a tracheostomy. These themes were presented as a narrative account
and are supported by verbatim interview extracts from the seven participants”. See appendix

11 for an overview of the themes as they applied to each participant.

Super-ordinate Themes Underlying Themes
1. Coming to terms with a “Taken out of our hands”; No choice in the decision making
tracheostomy

“Huge black wall”; Facing the unknown

“Steps forming”; Gaining clarity and control

2. “Medicalisation of your life” “Its constant”; The unrelenting responsibility

“Wear the different caps”; Juggling the conflicting roles

“You pull your socks up and you crack on”; Adjustment and coping

3. Tracheostomy Transformation “Confident doing it ourselves”; Persevering yet forgotten

“Opens your eyes”; Reflections on personal change

Table 3. Superordinate and subordinate themes

The following transcript conventions have been used in the extracts:

[...] Words removed to shorten quote

Short pause

(text) Verbal/non-verbal gestures by the participant
[text] explanatory information included by author
(name) Participant’s name

"To comply with NWCPP guidelines, lengthier quotes from participants have been included in a
suitable tabular form within the body of the text. These tables have been numbered from 4-29.
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3.1 Themes
Superordinate Theme 1: Coming to terms with a tracheostomy

The urgent need for their child to have a tracheostomy left parents feeling like they
had no choice in the decision to consent to a tracheostomy. They dealt with this lack of choice
by disregarding their own emotional experience and prioritising the needs of their child. After
their child received a tracheostomy, prior to tracheostomy training, parents were faced with
several unknowns and uncertainties. Becoming tracheostomy trained alleviated these

unknowns and allowed parents to work towards their goal of returning home.

“Taken out of our hands”; No choice in the decision-making

Prior to their child receiving a tracheostomy, parents described feeling like they had
no choice in the decision to consent to a tracheostomy. All parents described how being told
by the medical team that their child needed a tracheostomy was unexpected and shocking;
“dropped the bomb shell” (Tom). Parents placed their trust in the medical teams and followed
their advice; “they reckon the best thing was a tracheostomy so we consented to that” (Katie).
They viewed the medical team as knowing what was best for their child and did not question
their view of their child’s prognosis. In most cases, due to their child’s immediate need for a
tracheostomy and the emergency of the situation, parents were left with little time to process

or weigh up the decision in consenting to a tracheostomy, for example:

“If he doesn’t have a trachy, he is going to die. You have no option. You have no
choice. So...ok, we’re then all of the sudden gonna be thrust and thrown into

this...situation errmm we have absolutely no control of” (Tom)

Table 4.

59



Unheard Voices Empirical Paper

Tom described the fast pace at which everything unfolded and the sense of emergency and
responsibility with needing to consent to a tracheostomy. Parents shared similar experiences
of the sense of responsibility, that their child’s life was in their hands. Faced with the
possibility of his child’s mortality, Tom described there being “no other route” suggesting a
loss of free choice, that there was no other option than for his child to have a tracheostomy.
This loss of choice in the decision to consent to a tracheostomy was described by most

parents:

“then unfortunately she had to do an emergency tracheostomy, that was like the
only option, so we didn’t have any time to think about or prepare, it was like like,

“right, we gotta do it, sign the consent” and it was done...like really quickly” (Lucy)

Table 5.

The speed at which the events unfolded required Lucy to, without hesitation, consent to a
tracheostomy. The immediacy of her child’s need for a tracheostomy meant that she was

unable to process her own feelings- an experience shared by all parents, for example:

“I'l jus you know | guess | just took it in my stride because....what else can you do? If
he needed a, if he needed to have a tracheostomy then that’s what he had to have.

| would have to deal with it.” (Elizabeth)

Table 6.

Elizabeth did not reflect on her feelings towards the tracheostomy, however prioritised her
son’s need. Using the expression “have to” suggests that this is what Elizabeth believed to be
her moral responsibility as a parent, to accept the tracheostomy and “deal with it”.
Disregarding and ignoring their own emotional experience appeared to be a way of coping

with the situation and served as a protective factor for several of the parents.
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“Huge black wall”; Facing the unknown

After their child received a tracheostomy and prior to tracheostomy training, parents
were faced with the uncertainty of what life entailed for them, their families and for their
child. Tom used a metaphor of a black wall to describe his adjustment to his son’s

tracheostomy:

“I remember one evening errr...at home with my dad, [...] | said to him, “l can’t do it
| don’t know if | can do it”. So you know, you, you, you're left standing in front
a...huge...black...wall (emphasised), that’s got no grip on it whatsoever and errr...it's,
it’s all oiled so there’s absolutely no traction and you’re not getting up that wall. And

you can’t see the top of it” (Tom)

Table 7.

Tom’s metaphor of a “huge black wall” suggests that after his son received a tracheostomy
he was faced with a lot of unknowns and that he struggled to see any way forward. Tom
described a sense of powerlessness and uncertainty in his ability to cope and care for his son’s
medical needs. Similarly, Lucy described her experiences after her daughter received a

tracheostomy:

“I was like a different person, | wasn’t sleeping, | was throwing up [...] | was getting
palpitations and | like couldn’t breathe properly, a really, really bad time, there was
very small periods of time that | hate to admit but | didn’t see any way out, | kind of,
| was saying to my mum “maybe it would be better if she died (said quietly), | don’t
feel...like...she’s going to have any quality of life if she’s got this trachy and this heart
problem” and | couldn’t see her ever getting better, | thought it was just such a
bad...downhill turn and not good for her to have this trachy ...and | just...| didn’t let

myself get attached to her either after | found it really hard to bond with her, erm,

I”

yeah, that trachy was my down fall.” (Lucy)

Table 8.
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Lucy described a sense of regret that she felt with her daughter having a tracheostomy. The
unknowns surrounding the tracheostomy impacted on Lucy’s physical and mental health and
made it difficult for her to form an attachment with her daughter. Several parents questioned
what having a tracheostomy would mean for their child, “are we ever gonna hear him?”
(Tracey) and this uncertainty evoked feelings of fear. Lucy further highlighted the difficulties
she experienced in the stages following her daughter receiving a tracheostomy, describing it
as “overwhelming”, “living like an actual nightmare” and that she “wasn’t living at all, | just
existed”, suggesting a sense of trauma and detachment from her daily life. Whilst Lucy could

recall how she felt following her daughter receiving a tracheostomy, this was not the case for

all parents:

“The whole experience was, it just was traumatic, you know, a a so....there just was

a_lot going on (emphasised) erm...you know its difficult to...to go back and

understood understand how | processed everything because it...you you just kind of

keep going.” (Elizabeth)

Table 9.

Like Lucy’s experience, Elizabeth suggests she was living on auto-pilot, that she was just
existing, without focusing or thinking about what was happening. Elizabeth’s difficulty to
recall how she felt after her son received a tracheostomy suggested that, due to the trauma
of the situation, she did not process her own emotional experience and possibly disregarded
it. Several parents were unable to recall how they felt after their child had received a
tracheostomy, suggesting that parents had similar experiences, that they did not process or

acknowledge their own emotional experience.
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“Steps forming”; Gaining clarity and control
Gaining a sense of clarity to overcome the unknowns and to work towards achieving
their goal of returning home was achieved through tracheostomy training. For Henry, training
allowed him to “start kind of understanding how to move forward”. Parents described an

eagerness to begin the tracheostomy training in order to transition from hospital to home:

“I'just wanted to learn [...] I lived in the accommodation which was opposite the wing
of the hospital [...] so...my idea was the quicker | got trained up to look after him, the

quicker | could hopefully get him home, get him well, you know, I’'m his mum | want

to be looking after him, | want to be doing his things” (Elizabeth).

Table 10.
Prior to tracheostomy training, Elizabeth described a sense of feeling out of control, that she
was unable to fulfil her parental role and care for her child. Several parents spent extended
periods of time in hospital with their child with a tracheostomy which they described as living
“in a void” and a “bubble”. The implications of this on their daily lives meant that they felt
“separated” from their families and had limited opportunity to spend time with their other
children. Becoming tracheostomy trained, often referred to as “trachy competent”, was
viewed by the parents as a means to return home and to regain a sense of “normality” for
themselves and their children. Whilst parents expressed a fear associated with being
tracheostomy trained, “it was frightening cos you’re playing with your child’s life” (Tracey) for

most parents their goal to return home superseded their fears and anxieties towards training:

“If you're not going to do it, you can’t expect, you can’t expect other people to come
and do it and[...]...obviously you want your baby to come home with you as soon as

possible from the hospital and...if anything did, for god god forbid did go wrong at
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least if you get the training you know what to do [...] As long as you know what to do
if anything does happen if he starts to choke or if anything like that does happen

then at least you know what to do” (Shane)
Table 11.

Shane’s use of the second person pronoun suggests he generalised his viewpoint to other
parents; that it is a parent’s moral responsibility to overcome their fears of the unknown and
to care for their child. This idea of parental moral responsibility was shared by other parents,
for example, Tom said “the parents have got to do it”, suggesting parents implicitly assumed
that it was their responsibility to care for their child. Despite some parents experiencing
difficulties with training, describing it as “horrible”, and “worrying”, all parents underwent
and completed tracheostomy training, suggesting their parental responsibility to care for
their child was given priority over their emotional experience and response to training. For
Shane and several parents, being tracheostomy trained provided a sense of security that they
“know how to look after” (Lucy) their child.

Gaining mastery in tracheostomy care was gradually developed through achieving a
series of training “milestones”. These milestones included suctioning, tape changes and what
was described as the “pinnacle”, tube changes. As training progressed and each milestone
was achieved parents described the unknowns and the uncertainties dissipating; “all of a
sudden there’s some steps forming in front of you...and then as the steps grow bigger the top
of the wall comes down” (Tom). Using the metaphor of “steps forming”, training was viewed
by parents as a process of becoming more aware of what life with a child with a tracheostomy

would be like. As parents gained more clarity, they were able to regain a sense of control:
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“they let us off the ward (smiles), cos we were ok with suctioning and we’d both
done the tube change, we still had another tube change to do, and they said “ok
we’ll let you go off the ward and you can be gone for half an hour” and it was like

(inhales as in excitement) “freedom, freedom, yeah- we got out of here!” (Tom)

Table 12.

This quote illustrates the level of control the hospital had in deciding when a parent was
deemed ready to return home. For most parents, staff within the hospital decided when the
parents were ready to return home. The excitement and sense of relief expressed by Tom
implies the significance and importance of being able to “get out of the hospital” and to return
home. Gaining mastery in tracheostomy care was viewed positively by parents, “I feel like

l”

really important!” (Lucy), evoking feelings of pride in their achievements and confidence in

their abilities to look after their children.

Superordinate Theme 2: “Medicalisation of your life”

There seemed to be a shift in the eagerness and excitement to return home when
parents finally did return home. Care at home was described as unrelenting and isolating,
further perpetuated by the difficulties in gaining support. Parents described a juggle and a
conflict between their parental and carer roles. Acceptance, avoidance and disregarding their
own emotional experience were common ways of coping with the medicalisation of their

lives.

“Its constant”; The unrelenting responsibility
Transition in care from the hospital to the community meant that parents assumed all

n

caring responsibilities. Caring at home was described as “constant”, “needing to keep an eye

65



Unheard Voices Empirical Paper

on her all the time” and “24-hour care”. For some parents the realisation of the ongoing and

constant need to be caring did not become apparent until they had returned home:

“what you don’t realise until it actually happens when you’re on your own is the

after care and the amount of of work that you have to to put in. | wasn’t aware of

hospital don’t you? You have a little, a little hub of people, blanket, and then, when

you’re at home, then its day and night” (Elizabeth)

Table 13.

Elizabeth implies a loss of the sense of safety she felt in the hospital from the support from
staff and feelings of being alone in the unrelenting caring responsibilities. Several parents
described similar experiences during transition from hospital to home, that they only became
aware that the caring responsibilities were “all on us” when they had returned home.

Elizabeth reflected on the impact of her caring responsibilities:

“its impacted my life hugely | can’t go anywhere, | can’t do anything, where | go,
Noah goes, where Noah goes | go erm...even to the point of showering, going to the

toilet, | cannot leave him unattended” (Elizabeth)
Table 14.
Parents described similar experiences to Elizabeth, of their lives being dominated by caring
which resulted in “a lot of sleepless nights” (Henry), spending very little time together as a
couple, not being able to engage in activities of interest to them and having very little free
time to do things for themselves. Challenges related to time for self and personal privacy were
further complicated by carers coming into their homes. Henry reflected on the experience of
having carers coming into his home, “it’s just it’s a bit...weird erm...cos you kind of, you, you’re

not able to, kind of, to be yourself in your own home”. The need for Henry to share his home
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environment with carers and no longer having space that was his own impacted on his
identity. Similarly, Lucy described parts of her home as becoming medicalised describing it as
“Ally’s little hospital”, highlighting how caring dominated their home environment.

The constant and persistent need for caring and the inability to be apart from their
child resulted in a loss of social experiences and sense of social isolation. This dichotomy
between never being able to be alone and the sense of loneliness was expressed by several
parents, for example Tom described his experience of caring as being, “quite lonely at times”.
Such loneliness and constant caring seemed to be exacerbated by other peoples’ (family
members, friends and carers) reluctance to provide caring support. The challenges in finding
support and respite with caring for their children made it even more difficult for parents to

be able to have time away from caring responsibilities, for example:

“they’re all very nervous about the trachy [...] they just panic about the whole thing,
it makes them feel uncomfortable, you know and... | don’t know, | think it’s, again |
think it’s the psychology of it, | think everyone’s just like “that’s the airway” and
they’re just panicking if, if they can’t do it or if they don’t do it then...you know
it’s...so they, they don’t, you know. So we don’t really have anyone, friends or family

that will do it, besides me and Sam [husband]” (Katie)

Table 15.

Katie suggests that friends’ and family members’ anxieties about caring for her daughter,
were attributed to the unknowns and lack of awareness around tracheostomy care. Katie’s
repetitive use of “you know” may signify her reluctance to articulate the outcome if they do
something wrong. She implies that other people are fearful of caring for her daughter as they

view it as a huge responsibility, that her daughter’s life is in their hands. As nobody else was
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willing to take on the responsibility, Katie and her husband were unable to get a break from
caring. Several parents spoke of challenges in gaining support and being “the only ones” who
were able to provide care for their children, meaning that caring responsibilities were
unrelenting. Additionally, there seemed to be parallels between friends and family members’
reluctance and community carers’ reluctance to be trained. Participants expressed how
senior members of community staff attempted to train carers to no avail: “they had to train
them [the carers] up but none of them managed to do it” (Elizabeth). Such fear and reluctance
in others resulted in parents being all consumed with the responsibility of caring for their

child, which further exacerbated feelings of social isolation.

“Wear the different caps”; Juggling the two conflicting roles

Parents described themselves as needing to adapt and switch between distinct and
separate roles of parenting and caring. This juggling of the two roles and the conflict parents
experienced was particularly evident for parents with other children, which included six out
of the seven parents interviewed.

The parental role was described as “fun”, “spontaneous” and being able to engage in

activities without restriction whereas the carer role required parents to be “organised”, “four

or five steps ahead” and assess and manage “risk” as illustrated by Tom:

“it’s also time for eventuality, | know that because | have to plan t..to do the school
run, to go out for lunch, | need to know that his change bag has got a fully charged
machine in it, that it’s got all the relevant emergency box I'll have to take with me,
make sure that that’s stocked up and I’'ve got catheters erm....to be a bit more

organised but only with him, I still keep the spontaneity with my daughter” (Tom)

Table 16.
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Tom’s quote highlighted the sense of rigidity in the carer role, the need to be organised and
prepared for potential medical emergencies, risk assessing every situation. Tom alludes to the
juggle and distinction between his carer and parental roles; solely being spontaneous with his
daughter (without a tracheostomy) and strictly organised with his son with a tracheostomy.

Juggling both the caring and parental role appeared to elicit tension for parents.

“I haven’t been able to do [...] we’ve not been able to take our children to the beach
because sand and tracheostomies don’t really mix very well erm and so the impact
on obviously my eldest daughter is, | often think I’d quite like to take her to the beach

and just do normal, you know, summer holiday type things” (Henry)

Table 17.

Henry alluded to a conflict between his carer and parental role, with the carer role taking
precedence. Several parents made reference to such conflict and the distinction between the
parent role as “fun” and “normal” and the carer role as “organised” and “prepared”. Parents
expressed difficulty in simultaneously wearing “different heads” or “caps”, emphasising the
juggle between the two distinct roles and how “balancing everything can be a bit stressful”.
The significance of the caring role taking precedence was further illustrated by parents’
narrative of being vigilant and having to ensure their child’s safety; “children they like want
to play tag and things [...] we have to be quite careful to stop Tilly running around the house
cos its quite dangerous” (Henry). Such prioritisation of the caring role seems to limit
opportunities of spontaneity and play, two key characteristics attributed by parents whilst

describing their parental role. Tom discussed the impact that prioritising his carer role had

on his daughter without a tracheostomy:
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“at the end of the day you’re a 7 year old little girl that doesn’t get to go swimming
as much as she’d like to, I'm fully aware of that and as a parent it, it upsets me that

maybe she’s not getting all that she could get, purely because of the trachy” (Tom)
Table 18.
Tom appeared to imply a level of resentment towards the tracheostomy because of the
restrictions it places on everyday activities for the whole family. Such restriction and conflict
between roles elicited a sense of parental guilt towards their other children; “I feel guilty to
Phoebe [elder daughter without a tracheostomy]” (Lucy) and “You’ve got that side of guilt |
suppose, you’re always thinking “am | doing too much with her, not enough with him?”

(Katie).

“You pull your socks up and you crack on”; Adjustment and coping

Parents discussed ways they adjusted to the medicalisation of their lives. In all the
interviews parents demonstrated a resilience to the difficulties they had experienced and
described similar coping strategies which helped them manage day-to-day, for example: “I
take each day as it comes and | don’t look too far in to the future because it’s too much to
take in, it’s kind of, you know, deal with the immediate problem” (Elizabeth). Elizabeth
described a pragmatic approach to dealing with the challenges in caring for her son. Several
parents spoke of taking each day at a time and alluded to an avoidance of planning or thinking
about the future as it was “too much” for parents to contemplate and too uncertain. Whilst
some parents avoided thinking about the future due to the uncertainties, other parents found

it helpful thinking positively about the future:
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“I always take a view like [...] optimistic view, that at some point in the future, you
know things will get better, and she might be able to, at some stage, get of rid of her

tracheostomy” (Henry).

Table 19.

For Henry fostering hope helped him manage with the daily demand of caring for his
daughter. Parents expressed a need for “acceptance” and acknowledged their need to
persevere; “you pull your socks up and you crack on” (Elizabeth) as a mechanism of coping;
“[...] they say, “how do you cope with it?” and we just cope like you would if it was a normal
baby without a trachy in, you just gotta get on with it...just get on with it” (Shane). Both Shane
and Elizabeth describe a pragmatic, solution-focused approach to caring. The “just get on
with it” mentality was expressed by many parents, suggesting a need to minimise or disregard
their own emotional experiences and focus on caring for their child. Katie further illustrated
this strategy; “I think it’s just how you accept it, you know, you can dwell on it or you can just
get on with it” (Katie). Katie’s coping strategies included acceptance, avoidance and her
tendency to “get on with it”, a common narrative among parents. This suggests that they
often acted on auto-pilot, lacking time to think or reflect on their experience. Such tendency
to function on auto-pilot may be protective and serve as a coping strategy in avoiding their

(parental) emotional experience.

Superordinate Theme 3: Tracheostomy Transformation
Parents expressed how their expertise in caring allowed them to advocate for their
child. They reflected on their personal transformation and growth they had experienced

through their tracheostomy journey.
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“Confident doing it ourselves”: Persevering yet forgotten

Parents’ confidence in caring, their acceptance and perseverance allowed them to
take on a role of advocating for their children. The vital role parents played in their child’s
lives, both caring and advocating responsibilities, meant that parents were often “forgotten”.
As their journeys progressed parents’ confidence in caring for their child grew and parents
assumed an “expert” role. Whereas at the beginning of their journeys parents placed trust in
the medical teams, as parents became more experienced they were often required to step in

and direct medical professionals as illustrated by Henry:

“we had to deal with an emergency situation and | think | [emphasis] dealt with it
and | was telling the consultant what to do so [laughs] erm because I'd seen it before
and | knew what to do [...] so it’s almost, it’s like you become, you do become the
expertinininin what’s best for Tilly, what works well what, you know, what doesn’t

I”

work well” (Henry).

Table 20.

Henry’s laughter implies some amusement however this may mask some apprehension with
perceiving to know more than medics. Henry described the responsibility of being involved
in all aspects of Tilly’s care and voicing what was in her best interests. Parents therefore
expressed a growth in their self-confidence in caring for their children; “we felt a bit more
confident, a lot more confident doing it ourselves” (Shane). Such confidence was evident
when parallels were made to being an advocate. Parents described attempts in ensuring
sufficient care was offered:
“you either have to carry on trying to advocate what you know is going to be safe

and correct for her or you just give up and | think you get to a point, and | think some

parents may give up because they just can’t be bothered to fight anymore” (Henry)

Table 21.
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Henry’s use of the words “advocate” and “fight” describe a sense of persistence in ensuring
the appropriate level of community support was received. This analogy of a “fight” suggests
two possible outcomes, winning and losing. Parents’ persistence in the “fight” and advocating
facilitated their child’s needs being met by services. This vital role parents played in the
overall care of their child often left them feeling forgotten. Parents shared how “it’s all on
us”, capturing the weight of responsibility in caring for their child’s medical needs and needing
to be “very selfless”. The sense of being forgotten seemed to be exacerbated within the

hospital setting:

“[...] healthcare professionals are so focused on their job and what they have to do
for that child they seem to forget, at times, that there is a parent connected to that

child.” (Tom)

Table 22.

Tom captured how the focus being on his child left him feeling ignored and forgotten. The
need to be “very selfless” and the feeling of being “forgotten” likely left parents feeling

invisible.

“Opens your eyes”; Reflections on personal change

All parents expressed an aspect of change resulting from their experiences; “it’s
changed me, definitely” (Elizabeth). When parents adopted the caring role, they described
changes in needing to be “more organised”, “a little more sensible” and “very patient”.
Several parents reflected on a positive psychological change that resulted from their
experiences. They shared how they experienced a changed sense of self and how they had
“learnt a lot” about themselves. The experience of caring for a child with a tracheostomy

ultimately changed parents’ outlook on life as illustrated by Lucy:
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“I think it’s made me appreciate life so much more that maybe I took it for granted
before, whereas now...you do have, | know it sounds like a cliché, but live everyday

like it’s your last” (Lucy)

Table 23.

For Lucy, being faced with her child’s mortality elicited a greater appreciation for life.
Similarly, other parents described becoming a “stronger person” and “becoming less fearful”;
doing things they would not have done prior to their child having a tracheostomy, “a year
later | jumped out of a perfectly good aeroplane with a parachute on my back” (Tom). Tom
shares a sense of accomplishment in seizing every opportunity and embracing his
fearlessness. This mirrors Lucy’s sense of living each day to its fullest given that her
experience (of caring for her daughter) also heightened her awareness of mortality “l do see
death [...] I'm just more aware of it”. Parents also expressed being more empathic as

illustrated by Elizabeth:

“on a different level other things upset me more [...] | guess you understand more
what other people go through, you know, its its its upsetting because | know now
what it’s like and how it hard it can be erm to have a child who is very poorly erm
and its its just heart breaking [...]Jcos you’ve got no way of getting out of that
situation, erm, it just opens your eyes up to to you know, to to that and and...it’s just

sad that children have to go through that really.” (Elizabeth)

Table 24.

Elizabeth’s reference to “just opens your eyes up” indicates how this has likely made her more

aware of illness, its permanence and the likelihood of death.
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4. Discussion

The three superordinate themes conceptualise the tracheostomy journey for parents
from hospital to ultimately being the sole carer at home. The tracheostomy journey elicited
the question as to whether parents’ emotional needs were being met. The present study
provides valuable information to an understudied area, offering a number of unique insights
into parents’ experiences of caring for a child with a tracheostomy.

This is the first study to offer an in-depth exploration and insight into the parental
experiences of caring for a child with a tracheostomy across the trajectory of care.
Furthermore, no studies have employed IPA methodology with this population, therefore the
present study is unique in its approach to exploring the parents’ lived experiences.

To the authors knowledge, this is the first study to explore parents’ experiences in the
early stages, prior to their child receiving a tracheostomy. Finding out their child needed a
tracheostomy was shocking and unexpected. Parents saw themselves as having no option in
the decision to consent to a tracheostomy and placed their trust in the medical professions
advising them. This is consistent with previous findings where family members, who cared for
a child supported with a ventilator or positive pressure device at home, experienced a loss of
free choice when consenting to medical procedures when they believed the alternative was
that their child would die [8]. In the present study, parents felt overwhelmed after their child
had received a tracheostomy and contemplated the caring responsibilities they needed to
assume. They did not question this responsibility however, but assumed it was a parent’s
responsibility to provide care for their child. These findings support Ricoeur’s theory that the
“mere existence of a child, who is entrusted to our care, is an obligation and renders us

responsible through the child’s fragility” (p.261) [9,10].
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Parents’ accounts demonstrated that caring for a child with a tracheostomy was
unrelenting and isolating. The constant need to be caring and the experience of isolation is
consistent with previous findings of caring for a child with medical technology [5,11]. Parents
described having little time for themselves and like participants in other studies they felt
“intruded on” by having carers in their homes [1]. The lack of respite opportunities
exacerbated parents’ feelings of social isolation. Similarly, studies have found that parents
caring for children with complex medical needs were unable to have any respite and
consequently “felt trapped” [8].

Parents described a conflict between managing two different roles: parent and carer.
This is consistent with other findings where parents’ caring for ventilator-dependent children
described roles of “affectionate parents” and “medical carer” which led to an ambiguity in
their social identity [1]. In the present study parents described the carer role as needing to
take priority. Similarly, in interviews with parents of children dependent on medical
technology, parents made a clear distinction between being a “parent” and a “carer” and
described how the caregiving role often dominated their parenting experiences and daily lives
[12]. A further added value of the present study was that parents expressed guilt towards
needing to prioritise the carer role. They felt guilt towards their other children, because they
worried they were missing out, highlighting a potential area for future research and
intervention.

For most parents taking each day at a time served as way to cope with the challenges
of caring. In other research, parents have identified focusing on day-to-day living as a way of
managing with difficulties associated with caring [13]. Throughout the narratives, parents
demonstrated prioritising their child’s needs and disregarding their own, expressed as a need

to “just get on with it”. This emotional regulation strategy of ignoring their own emotions has
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been reported in other studies of parents’ experiences of caring for their medically dependent
children as well as a strategy employed by healthcare professionals during clinical procedures
[14,15].

The progression of their tracheostomy journey led to an increase in parental
confidence. Parents needed to take on an advocate role for their children and like participants
in other studies they needed to “fight to get needs met” [16]. Parents’ growth in confidence
and becoming an advocate for their children has been found in other studies [17]. The
parents and medical professionals focus on the child’s needs left parents feeling forgotten.
The dominance of caring, feelings of social isolation and being forgotten highlight the
importance in offering support to these parents, an area of need highlighted in several studies
[13]. Other studies have found that supportive nursing staff and meeting other parents with
similar experiences was helpful for alleviating some of the challenges associated with caring
[18-20].

All parents reflected on how they had changed through their experiences. Some
parents described a sense of personal growth and positive psychological change that resulted
from their experiences. Similarly, several studies have found that parents of children with
serious paediatric illnesses identified aspects of post-traumatic growth [21].

There are some limitations with the current study which need to be considered. The
themes developed within the study were not discussed with the participants, therefore they
were unable to support or modify the interpretations. The process of triangulation with the
other researchers, tracheostomy specialist nursing staff, and initial interpretations being
checked with subsequent participants aimed to ensure validity of the findings and to ensure
that the findings were grounded in the participants’ experiences. Although the sample size of

the present study was small, this is typical for an IPA study with a unique population and is
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the recommended sample size for doctoral thesis projects [6]. Furthermore, whilst the study
was homogenous with respect to the age of the child (pre-school), in line with an IPA-based
study, the challenges of caring for an older child were not explored.

Understanding parents’ experiences of caring for a child with a tracheostomy is crucial
for service development. There is a need for longitudinal studies exploring parents’
adjustment to tracheostomy care, from first finding out to the stages before de-cannulation,
as well as considering the impact on the family, particularly siblings. All the children of the
parents in this study were pre-school aged so it is important that future research explores the
experiences of transitions to school, particularly for those children who require a
tracheostomy long-term. Recent research has highlighted the lack of data from male
caregivers [3]. The present study has offered insights into the experiences of both female and
male parental caregivers and future research could explore differences between male and
female caregivers. This study provides a useful starting point for future research and provides
evidence for improving services for parents caring for a child with a tracheostomy.

Suggestions for clinical practice implications arising from this study include integrating
an assessment of parental coping into clinical practice, providing additional support with
transition from hospital to home and establishing a parent support network for parents to be
able to connect with other parents at different stages of their tracheostomy journey.

Evident from the findings in this study is the enormous contribution parents make to
the lives of their children with a tracheostomy, often sacrificing their own needs to care for
their children. It is important that the parents are not forgotten; that their needs (as well as
their child’s) are considered and that appropriate support is offered.

To assess parents’ needs, routine assessment of parental functioning, including their

physical and emotional health, is needed throughout the tracheostomy trajectory. Such an
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assessment would help to identify parents who are struggling and need additional support.
The value of using a structured assessment tool has been identified in previous research [22].
Assessment of parental functioning could be carried out at routine clinic appointments. In
addition to identifying parents who are experiencing significant difficulties, routine
assessment would give healthcare professionals the opportunity to discuss options in gaining
appropriate support, signpost to other resources and help to ensure that parents’ needs are
met. Findings showed that the carer role took priority and parents expressed guilt to their
other children, it is therefore important that healthcare professionals consider the needs and
experiences of each family member and the family as a whole and provide appropriate
support.

The findings in the present study indicate that parents were not aware of the shift in
responsibility from hospital to home. Parents described caring at home as being “constant”,
unrelenting and isolating suggesting a need for additional support with transition from
hospital to community. Support with transition would help to ensure that parents are coping
with the increased responsibility. Previous research has highlighted the challenges in
generalising skills learnt in hospital to the home environment [14] and the importance of
gaining support from healthcare providers [17]. It is important that parents are supported
with the transition home and are given opportunities to maintain and develop their skills in
tracheostomy care to ensure confidence and capability in their caring responsibilities.
Tracheostomy care specialists are well placed to liaise with and provide consultation and
training to community healthcare professionals supporting these parents.

Research has highlighted the value of parents supporting one another, for example,
being able to share with each other what works well [20]. Furthermore, in a study of parents

caring for a child with chronic kidney disease, it was found that meeting other parents was a
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source of emotional support [18]. In the present study parents described feeling socially
isolated, and forgotten, suggesting a potential value in parents meeting with other parents
caring for a child with a tracheostomy. One possible approach may be for nursing staff in
hospitals where tracheostomies are performed and managed to create a ‘buddy system’ of
parents who are willing to discuss their experiences. Parents at the start of their tracheostomy
journey could be offered the opportunity to meet and speak with these parents. This could
provide parents with an invaluable opportunity to discuss their anxieties around the
unexpected, normalise their experiences as well as discuss what works well for them.

Additional social contact could help with parents’ experiences of social isolation.

5. Conclusion

Qualitative exploration of parents’ experiences of caring for a child provides valuable
information for future research and service development. In summary, the current study
raises an important question as to whether parents’ emotional needs are being met,
highlighting an area requiring further consideration. Considering the increasing number of
children with a tracheostomy being cared for in the community, further research is needed

to help support and enhance service provision for the whole family.
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Chapter 3 — Contributions to Theory and Clinical
Practice
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Contributions to Theory and Clinical Practice
The thesis explored the experiences of living with and looking after children with
respiratory assistance. The literature review summarised the qualitative studies exploring
children and adolescents’ experiences of living with respiratory assistance. An empirical paper
explored parents’ experiences of caring for a child with a type of respiratory assistance,
specifically a tracheostomy. This final chapter integrates findings from the literature review
and empirical study to consider implications for future research, theory development and

clinical practice. Following this are personal reflections on conducting this research.

Implications for Future Research and Theory Development

The title “Unheard Voices” reflects a theme that emerged from both papers; that
often the children and parents were unheard. This reflection is based upon the sparse
research with this population. The literature review found only seven qualitative studies
exploring the experiences of children and adolescents with respiratory assistance. It is
recommended that more studies are conducted exploring the needs, experiences and quality
of life of this group. Further complicating their lack of voice in the literature, many children
with respiratory assistance, such as a tracheostomy, are unable to speak without a speaking
valve. As individuals with respiratory assistance sometimes have difficulties with
communicating, it is important that future research considers ways of engaging these
individuals. Using technological communication aids, visual tools, observations and adopting
ideas from other research such as the use of visual framework symbols (Murphy, 1998;
Rabiee, Sloper, & Beresford, 2005) could help with identifying the needs and experiences of

individuals with communication difficulties.
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To the author’s knowledge, the empirical paper was the first in-depth qualitative study
to explore parents’ experiences of caring for a child with a tracheostomy across the trajectory
of care. Therefore, there is a need for more research, specifically, longitudinal studies
exploring parents’ adjustment to tracheostomy care, from first finding out to the stages
before de-cannulation. Findings from the empirical paper demonstrated that the parents’
narratives focused primarily on the needs of their children, not on their own. They described
needing to advocate and “fight” on their behalf, demonstrating the powerlessness of their
children. The dominance of caring responsibilities left parents unable to meet or voice their
own needs and they were subsequently left feeling “forgotten”. This lack of children and
parents’ voices in the literature highlights the need for more research to be conducted with
this population.

Based on the findings from the empirical paper it is suggested that parents’ emotional
needs are being unmet, however there is very little research addressing parents’ experiences
and needs when caring for a child with a tracheostomy making it difficult to develop services.
Specifically, little is known about the experiences of level of emotional distress, parenting
distress, quality of life and resilience of parents of children with a tracheostomy. Given the
sparse literature in the field, there is a need for more research, with a larger number of
parents to inform service delivery.

It is recommended that future research employs a prospective longitudinal study using an
embedded mixed methods design to explore parents experiences and unmet needs. Similar
research has been conducted with parents of severely injured children and it is recommended
that a future study follow a similar protocol (Foster, Curtis, Mitchell, Van, & Young, 2016). It
is recommended that the study would combine qualitative data, in the form of face-to-face

semi-structured interviews with parents and quantitative data on child and parental quality

85



Unheard Voices Contributions to Theory and Clinical Practice

of life (Qol), parenting stress, emotional distress and resilience at four different time points;
acute hospitalisation, 6, 12 and 24 months. It is recommended that around 40 parents of
children with a tracheostomy aged 0-12 years be recruited from specialist children’s hospitals
in the U.K. where paediatric tracheostomies are carried out.

The research would have several aims including; 1) explore parents’ experiences of
parenting a child with a tracheostomy in the acute hospitalisation phase, at 6, 12 and 24
following receiving the tracheostomy, 2) identify parents’ unmet needs and factors that
contribute to, or impede, needs being met during the time following their child receiving a
tracheostomy and 3) measure child and parent quality of life, parental emotional distress,
parenting stress and resilience during acute hospitalisation, and at 6, 12 and 24 months
following receiving a tracheostomy. Such research would help to address an existing gap in
the literature and provide guidance for service delivery for these families.

Despite focusing on different perspectives (parent and child) similar themes emerged
from both papers. These included experiences of social isolation, medicalisation of their lives,
and a loss of privacy. Both parents’ and children’s lives were consumed by caring for others
or being cared for. These similar findings from both papers can be considered in the context
of Bowen’s family systems theory which views the family as a system, where a change in one
individual is considered to affect all individuals in the family system (Bowen, 1993). Little
research has explored the impact on each family member, including siblings, highlighting a
potential area for future research. In the context of siblings, the empirical paper found that
parents were required to prioritise their caring responsibilities and reported feelings of guilt
towards their other children (without a tracheostomy). Parents worried that their other
children were “missing out” and felt guilty for needing to spend most of their time caring for

their child with a tracheostomy. In the context of Bowen’s Family Systems theory (Bowen,
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1993), these findings suggest that parents caring responsibilities would have impacted on
siblings of children with a tracheostomy, highlighting a potential area for further research.

The parents’ narratives of needing to spend more time caring suggests that children
with a tracheostomy were treated differently to their brothers or sisters without a
tracheostomy. Previous studies of parents with children with a chronic illness have reported
this parental differential treatment of siblings (Quittner & Opipari, 1994). For example, it has
been found that parents are more tolerant with their children with a physical illness in
comparison to their children without (Walker, Garber, & Van Slyke, 1995). This parental
differential treatment (PDT) in the form of parental affection, control or types of support, has
been consistently linked with emotional and behavioural problems in children (Scholte,
Engels, de Kemp, Harakeh, & Overbeek, 2007) and with the quality of sibling relationships
(Buist, Dekovié, & Prinzie, 2013). Studies have found that it is often the sibling without
physical health needs, receiving less attention from parents, who experiences psychosocial
difficulties (Scholte et al., 2007). Future research could explore the link between parental
differential treatment, the quality of sibling relationships and wellbeing in children with
respiratory assistance and their brothers or sisters.

Both papers referred to identity and respiratory assistance. The empirical paper
suggested that parents struggled with their changing identity which resulted from their caring
responsibilities and the literature review highlighted some of the challenges of identity
development in children with respiratory assistance. A key finding of the literature review
was that children with respiratory assistance have the same developmental needs as all
children. Erikson’s stages of psychosocial development postulate that the task for
adolescence is focused on the development of self-concept, sexuality and separation from

parental attachment (Erikson, 1963). Evident from the literature review, respiratory
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assistance greatly impacted on the lives of young people, which complicated the tasks of
identity development in adolescence (Kirk, 2010; Sarvey, 2008; Spratling, 2012). Findings
from the literature review indicated that some children’s attempts to “fit in” with a peer
group were challenged due to the visibility of the respiratory assistance (Kirk, 2010).
Furthermore, dependence on a parent or carer for the management of their respiratory
assistance and the resulting lack of privacy and control impacted on adolescents’ attempts at
striving for independence (Spratling, 2012). Previous studies have suggested that parental
control during adolescent development are linked to an increase in problem behaviours in
adolescence (Holmbeck, 2002). Given these findings, future research could explore whether
parental control is related to problem behaviours in children with respiratory assistance. Such
research would be beneficial in understanding how best to support these young people
during an important stage of their development.

It has been suggested that identity development plays an important role in an
individuals’ adjustment and ability to cope with chronic illness (Holmbeck, 2002). Research
found that adolescents with congenital cardiac disease with a diffused identity (also known
as a weak sense of identity) were at risk of experiencing problems with treatment adherence
and a range of psychosocial difficulties (Luyckx, Goossens, Van Damme, & Moons, 2011),
suggesting that identity development influences psychosocial and illness-specific functioning
in chronically ill adolescents. With respect to adolescents with respiratory assistance, future
research is recommended to explore whether identity development can influence adjustment
and promote resilience in adolescents with respiratory assistance.

The empirical study found that parents were required to assume an additional role of
caring. Parents in the empirical study and previous research have described challenges in

managing the roles of “parent” and “carer” (Kirk, Glendinning, & Callery, 2005; Wang &
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Barnard, 2004), highlighting an area for further research. Furthermore, most parents spoke
of personal growth and a changed sense of self that resulted from their experiences. It is
possible that this personal growth reported by parents could be considered in the context of
post-traumatic growth (PTG). PTG is a phenomenon that has been observed in parents and
children with serious paediatric illnesses. The experience of PTG may include greater personal
strength, a recognition of new possibilities and a greater appreciation of life (Picoraro,
Womer, Kazak, & Feudtner, 2014), experiences described by parents within the empirical
study. It would be interesting to explore whether other parents of children with a
tracheostomy describe similar experiences of personal growth and change. Future research
could assess PTG with a larger group of parents of children with a tracheostomy to explore
the prevalence, mechanisms, individual characteristics and support networks which may
contribute to the experience of PTG.

The empirical paper found that for parents, the period of adjustment to their child’s
need for a tracheostomy was filled with uncertainty. Some parents reported significant
difficulties soon after their child received a diagnosis, however the individual psychological
factors that influenced parental coping are unclear. One suggestion could be that parental
coping was influenced by their attachment style. Research has found that individuals with
secure attachment styles manage stressful life events with little psychological distress
(Mikulincer & Florian, 1998). In the context of childhood illness, it has been proposed that a
parent’s attachment style influences coping (Mikulincer & Florian, 1998). Previous research
has found that a mother’s attachment style can influence their psychological reaction to an
infant receiving a diagnosis of congenital heart disease (Berant, Mikulincer, & Florian, 2001).
Specifically, a secure attachment style was linked to relatively lower levels of distress (Berant

et al., 2001). More recently, research exploring parental attachment style and stress, found
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that attachment avoidance was associated with higher levels of stress in parents caring for a
child with diabetes (Moreira & Canavarro, 2016). Research exploring attachment style and
parental coping and adjustment in parents caring for a child with a tracheostomy would
provide useful insights into resilience factors for this population.

It is important to note that whilst the two papers reported similar findings, the age
range of the children differed in the studies. The empirical paper focused on parents of
children aged between 13 months to 4 years, whereas the literature review explored studies
capturing the views of children and adolescents aged between 4-18 years. It is important to
consider how the age of the child with a tracheostomy impacts both the parents’ and child’s
experiences. The empirical paper explored the experiences of parents of pre-school children
not school-aged children. Future research is recommended to explore adjustment and
challenges over time, such as starting school. Longitudinal research would allow exploration
of changes over time, specifically, parents’ and children’s experiences of transition to school
and experiences within the school environment. Findings from this research would help to
identify what resources are needed to support these parents and children at different time

points.

Implications for Clinical practice
Raising awareness and education

Healthcare providers need to be aware of the potential emotional impact of caring for a
child with a tracheostomy. A starting point would be for the findings of this research to be
disseminated to all staff working with parents of children with a tracheostomy as a way to

raise awareness of some of the challenges experienced by parents.
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The findings from both papers suggest that there is a need for greater understanding
and awareness of respiratory assistance. In the literature review, children highlighted how
greater awareness of respiratory assistance would help other people to see them as “normal”
(Sarvey, 2008) and support them in building relationships with other children (Spratling,
Minick, & Carmon, 2012). Furthermore, the empirical paper suggested that friends’, family
members’ and community carers’ reluctance to support with caring responsibilities was
related to their lack of awareness of the care involved in a tracheostomy. These findings
suggest that educating the school population, including teachers, support staff and students
would be important to help children with respiratory assistance integrate and build
relationships in the school environment. One suggestion may be for carers and nursing staff,
experienced in respiratory assistance, to provide this education to the school population.

Educating community carers, family members and friends, with little experience of
tracheostomy care and management, could help to reduce anxieties in caring for a child with
a tracheostomy. Clinical nurse specialists, with their expertise in respiratory assistance, could
offer training to less experienced medical staff and to the community teams where children
are transferred to following receiving a tracheostomy. Such training could support parents
and children with transitions from specialist hospitals to the community. Recent research
highlighted the important role of healthcare providers in offering support to families caring
for a child with a tracheostomy (Callans, Bleiler, Flanagan, & Carroll, 2016). Community carers
trained in tracheostomy care could help to support parents in training family members and
friends in tracheostomy care. Given that parents’ narratives in the empirical paper focused

on the “constant” and unrelenting need to be caring, additional support with caring could

help give these parents opportunities for respite.
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Medical Staff: Systemic working, transitions and identity development

All staff should adopt a systemic approach when working with these families and consider
the impact on all family members including siblings. Assessment of parental functioning
should form be part of routine clinical practice. At each clinic appointment in the specialist
hospital, staff working with these families should routinely assess parental functioning,
including physical and emotional health of each parent and when appropriate refer for
additional support (e.g. Clinical Psychology) or signpost to other resources.

Clinical Psychologists should be involved in working with this population and form part of
the multi-disciplinary team considering the psychological needs of these families.
Furthermore, Clinical Psychologists should provide training to staff on systemic working and
some of the emotional difficulties experienced by parents, and when required, provide
further support and intervention to family members (parents, siblings or the child with a
tracheostomy).

There needs to be more support for parents transitioning from hospital to caring for
their child independently at home. It would be important for Clinical Nurse Specialists to
support this transition by liaising with community teams prior to discharge to establish their
level of knowledge and competencies in paediatric tracheostomies. When necessary, the
Clinical Nurse Specialists should provide additional training in tracheostomy care to less
experienced staff and carers. Furthermore, Clinical Nurse Specialists should support with
transition by visiting the home soon after parents have been transferred to the community
to ensure that skills learnt in the hospital are generalised to the home environment.
Tracheostomy training “refreshers” should be offered periodically by Clinical Nurse Specialists
to parents and community teams to ensure continued competence and confidence in

tracheostomy care and management.
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The findings highlighted an important role for medical staff to support the identity
development of young people with respiratory assistance and to recognise and support the
needs of all family members.

Findings from literature review revealed that children wanted to be seen as an
individual separate from their physical health needs (Earle, Rennick, Carnevale, & Davis, 2006;
Kirk, 2010; Noyes, 2006; Sarvey, 2008; Spratling, 2012) and nursing staff were indicated as
key to supporting children and people’s self-concept (Spratling, 2012). Therefore, these
findings suggest that it would be important for staff working with these young people to
engage in discussions about their interests separate to their respiratory assistance.
Furthermore, findings from the literature review suggest that relationships with peers are an
important source of support in the identity development of young people with respiratory
assistance (Kirk, 2010; Spratling, 2012). Based on these findings, it would be important for
staff to support young people with meeting and developing relationships with other young
people.

The medicalisation of children and parents lives found in both papers suggests that
living with respiratory assistance is all consuming and dominates the lives of all family
members. In the empirical paper, all the parents described the crucial role they played in the
lives of their children with a tracheostomy. Their daily lives were consumed by caring and
several felt like they were forgotten, described in the literature as “invisible work” (Ray,
2002). As discussed in the empirical paper, routine assessment of parental functioning,
including their physical and emotional health, throughout the tracheostomy trajectory would
help to identify parents who are struggling and need additional support. This assessment

could be carried out by healthcare professionals at routine clinic appointment for their child
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with a tracheostomy and parents experiencing difficulties could be offered additional
support.

Based on previous research and the findings discussed, it would be important for
healthcare professionals to adopt a systemic approach when working with these families to
consider the needs and roles of each family member including the young person, parents and
siblings. Through adopting a systemic approach with these families, staff would be able to
support family members’ adjustment to respiratory assistance and ensure that additional

intervention is offered when appropriate.

Peer Support for Child and Parents

A peer support network should be developed for parents caring for a child with a
tracheostomy. Staff working in the hospitals specialising in paediatric tracheostomies should
develop a “buddy system” of parents who are willing to discuss their experiences. Specifically,
parents whose children are about to receive a tracheostomy, or have just received a
tracheostomy, should be offered to opportunity to meet with or talk to these parents.
Throughout parents’ tracheostomy journeys, staff working in the specialist hospital should
facilitate peer support with parents of children with a tracheostomy. An annual social event
should be organised for families of children with a tracheostomy, this would give the
opportunity for parents to meet others and share their experiences. This should be facilitated
by the specialist hospitals who provide the care for children with tracheostomies and their
families.

Children reported feeling socially isolated and knew few other young people with
respiratory assistance. Establishing a peer support network for young people with respiratory

assistance may help children to feel less isolated. Studies have found that children with
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chronic illnesses highly value the support from peers with similar health conditions (Kyngas,
2004). Online peer-support communities have been shown to empower young people with
cystic fibrosis and helped them to express their feelings and strategies for living (Kirk &
Milnes, 2016). Creating an online community for young people with respiratory assistance
could be a starting point to help young people to connect with peers with similar experiences.
This would be especially important for individuals with communication difficulties and whose
mobility and activity levels are restricted by respiratory assistance.

In addition to children feeling isolated, parents also described feelings of social
isolation which were exacerbated by the lack of support with caring. A meta-synthesis of
family members’ experiences when a child is ventilator-dependent highlighted the need for a
professional co-ordinator with these families (Lindahl & Lindblad, 2011). In the context of
empirical study, a community-based professional co-ordinator role could help to support with
transition from hospital to the community, both in terms of preparing parents for the
transition in caring responsibilities and ensuring that appropriate support (both with caring
and emotional) is available in the community. Furthermore, a professional co-ordinator
would be able to continue to monitor family adjustment to living with and caring for a child
with a tracheostomy and if necessary, facilitate appropriate intervention for families who

need additional support.

The Role of Clinical Psychology

Healthcare professionals have been identified as potentially playing a significant role
in the support of children and families. Clinical Psychologists, with their knowledge and
expertise across the developmental lifespan, of a range of psychological theory, assessments,

formulation and evidence-based treatment approaches could offer training and consultation
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to these healthcare professionals (Division of Clinical Psychology, 2010). Specifically, Clinical
Psychologists are well placed to help increase healthcare professionals understanding of child
development and ways to promote identity development in children and adolescents.
Furthermore, Clinical Psychologists, with their knowledge and experience of systemic
approaches, could offering training to help staff recognise and support the needs of young
people with respiratory assistance and their families.

When appropriate, Clinical Psychologists could offer psychological intervention to
young people with respiratory assistance and family members experiencing difficulties.
Research has evaluated a range of different psychological interventions to support
psychological adjustment and adherence in children and young people with chronic ilinesses.
(Drotar, 2006; Kahana, Drotar, & Frazier, 2008). One such study found that an adapted version
of acceptance and commitment therapy (ACT) was linked to reductions in parental distress
for parents of children with life threatening illnesses (Burke et al., 2014), suggesting that a
similar approach might be effective with parents of children with respiratory assistance. It
would be important for Clinical Psychologists to undertake routine audits and evaluations to
support the understanding of the psychological needs of this population and the development

of evidence-based interventions.

Reflective commentary

The following reflections are based upon my thoughts, feelings and experiences |
noted in a reflective diary throughout the research. As recommended by Smith, Flowers &
Larkin (2009) as part of the Interpretative Phenomenological Analysis (IPA) process, keeping
a reflective diary enabled me to recognise what | was bringing to the research and to focus

on the lived experience of each participant.
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| was fortunate during this research to be able to spend time with staff, children and
family members at a specialist children’s hospital gaining an understanding of what happens
when a child needs a tracheostomy. | spent a lot of time with a tracheostomy clinical nurse
specialist and observed several medical procedures on the ward and observed the surgical
team in theatre performing various surgical procedures on children with tracheostomies. |
noticed how | felt in awe of the strength and resilience of the children and their families.

| spent a lot of time with a young boy who, because of throat cancer, needed to have
a tracheostomy. The tracheostomy meant that he had lost his ability to speak. Spending time
with the young boy, | fluctuated between feeling extremely sad that he had experienced so
many difficulties in his short life yet also inspired by his resilience, the way he continued to
smile and make jokes despite his illness. | reflected on how, like this young boy, most of the
young children are probably unable to understand why it is they required a tracheostomy or
why they needed to spend so much time in hospital away from their families and friends. |
noticed how | would make comparisons between how differently children and adults respond
to physical health difficulties. Often we, as adults, look for meaning in our experiences,
qguestion, “why us?” and worry about the future which can lead to a range of emotional
responses including sadness, anger and anxiety. The children | observed, rather than
guestioning, searching for meaning or worrying about the future, they were very much
focused on the here and now and they expressed their emotions often in relation to physical
pain or frustrations with not being able to play.

| observed parents being trained in tracheostomy care and | noticed feeling anxious
when watching a parent performing a tube change on their child for the first time. | witnessed
the unwavering commitment and dedication of parents to their children and | noted how

these parents looked strained and exhausted by what they had been through. These
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experiences of spending time with and observing the medical team, children and families
helped me to develop my understanding of a tracheostomy from a medical perspective.
Important to my research, it gave me an insight into the medical journey of a child with a
tracheostomy and their families. | was able to observe, first-hand, several of the experiences
parents spoke about in their interviews. Gaining these insights was helpful to my research as
my increased understanding of medical terminology gave more time in the interviews for
further exploration of parents’ feelings in relation to their experiences.

Conducting the interviews was a new and interesting experience for me. | initially
found it challenging to switch from my role at a trainee clinical psychologist to a qualitative
researcher. | noticed that some of the skills | have developed were useful for the process
whereas some others | needed to carefully manage and adapt. For example, | found that my
skills in active listening helped the parents to feel comfortable to talk in detail about the
experiences, whereas the more interpretative stance | use in my therapeutic work might have
influenced parents’ interpretation of their experience so | needed to be mindful to allow the
parents to speak about their experiences without potential contamination of my own view
point. | found this to be quite difficult as | noticed how | am often drawn to interpretation and
sense making of peoples’ experiences. | found that making a note of my interpretations during
the interview rather than verbalising them helped with this.

During data collection, there was one parent who | struggled to engage in the
interview and she often gave one word answers to the interview questions. | reflected that
possibly, for this individual, IPA was not the best approach as it requires an ability and
willingness to express and reflect on your experiences. | considered how other research
methods, such as a questionnaire or observation, might have more easily captured this

parent’s experience.
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During and after each interview, | noticed how | felt overcome and inspired by the
strength and resilience of each parent. | felt extremely grateful for their honesty, openness
and willingness to disclose some of their most challenging experiences with me.

When transcribing the parents’ interviews | was surprised at the differences between
how a parent had expressed something and what they had said. Often the way in which they
expressed something mismatched the emotion that was evoked through what they were
saying. For example, parents’ descriptions of their children’s physical health needs were said
in a matter of fact way. | reflected upon how in the interviews | often responded to how they
said something rather than what they said and wondered how this might have felt for the
parents being interviewed.

Interestingly, it was not until analysing the transcripts in depth that | became aware
of how much avoidance and disregard parents gave to their own emotional experience. This
strategy of “switching off” emotions appeared to be protective for parents and | reflected on
the usefulness of this strategy. Whilst most parents’ narratives implied that thinking about or
expressing their own emotions was unhelpful, | was left wondering whether this was really
the case. | questioned the function of this strategy to disregard their own emotional response.
| wondered whether they thought that their emotions would get in the way of their caring
responsibilities and if they felt unable to feel a certain way and care for their child at the same
time.

Thinking in detail about the parents disregard of their own emotions, | considered my
own use of this strategy and how effective it was. | reflected on how | often ignore my own
emotional response in much of my clinical and research work. In my clinical role, | am regularly
required to communicate distressing information to clients, whilst it is important to recognise

how | feel, expressing the emotion | feel (e.g. sadness) is often unhelpful to the client. | have
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noticed that my strategy to manage not expressing my emotions is to disregard them and
“just get on with it”. Interestingly, it is often the emotions | perceive to be negative that |
disregard. These reflections on my own experiences left me questioning whether this was the
experience for the parents | interviewed. Whether they disregarded or avoided “negative”
emotions such as sadness and anger as these would interfere with caring responsibilities yet
expressed emotions such as happiness and joy.

In relation to this disregard of emotions, | noticed that during various stages of my
research | would fluctuate between listening to and ignoring my emotions, dependent on the
task. For example, when | transcribed the interviews | would disregard my emotions as the
task required me to listen to each word so it could be accurately transcribed rather than
engage in the content. During the analysis, | reflected on how the more time | spent with the
transcripts the less emotionally connected | felt to what each parent was saying. | wondered
whether | had become de-sensitised to what the parents were saying, whether the words lost
some of their meaning because | had spent so much time reading and re-reading the
interviews. Being able to connect with the emotion of what the parent is saying is an
important part of IPA. | found that referring to my reflective diary and reading how | felt at
the time of the interview, reading the transcripts out loud and taking a break to allow myself
time to look at the transcript with “fresh eyes”, helped me to re-connect with their
experiences.

Throughout the research and especially when developing themes, | noticed how | felt
a huge responsibility to each of the parents | had interviewed. | wanted to make sure | was
able to capture their experiences fairly and honestly and in a way in which they would want
me to. In the early stages of developing themes, | felt overcome by this responsibility which

was both helpful and unhelpful to the process of analysis. It was helpful in that | would often
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refer to the original transcripts to make sure that each theme was grounded in their
experiences. | would frequently challenge and question myself to ensure that each quote and
theme adequately captured the experience of that parent. The responsibility | felt was
unhelpful as | found it hard to be selective and reduce the themes. | noticed feeling a sense
of guilt with not being able to capture everything everyone had said.

Overall, | feel very privileged to be able to conduct this research. Considering the role
of Clinical Psychology and a psychological perspective in a setting dominated by medical
perspectives has been an interesting and challenging experience. The research conducted in
this field is typically undertaken by nursing staff rather than psychologists and | would often
guestion what |1, as a trainee clinical psychologist, could bring to this research. Through the
process of completing my thesis, | have become aware how valuable it is for psychologists to
engage in research where a psychological view is possibly underrepresented. | hope that in
offering a psychological perspective of these parents’ experiences, more in-depth research is
undertaken and that services are more able to recognise and meet the psychological needs

of this inspiring group of people.
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Regisiemed In England and \Wales Mo, ZT21728
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Appendix 3: IRAS Form - Ethics Proposal

IRAE Form Refer=nce: IRAZ Verskon 5.3.1
1EWRITEE]

T Ini=graied daftas=t required for your profeci will be created from the snswesrs. you ghe o the following quesfions. The
sy5izm wil penerie only those questons and secfions which (&) apply to your shedy fype and {b) are requirsd by e
baoodles reviewing your study. Fiease srsune you answer all the guestions before proceeding wii wour spplicySons.

Fleage compleis e questions In omder. § you change the responss o & quesiion, plesse selsct Save’ snd revies gl The
quesions as your change may e sflecied subsequent quesfons.

Pleaes snbar & short e for fhis projecd | maximem 70 chaackers)
Parents’ expersnces of caring Tor a child wih a tacheosiomy «1

1. Is your projeod recearoh?

G Yew [ Mo

2. Eslacd one cabsgory from the Bl beloa:

" sCiinical irial of an Investigational medicinal product
" s Ciinical Investigation or offer study of a medical device

" s Combined irial of an Investigational mecicinal product and an Invesiigational medical devics

-~ Ofer cinical trigl to sty & novel Inisrvention or endomis=d dinkcl izl fo compane Inferveniions in clnical pracice
- -« Bazic soience shudy Involsing procedures win luman parScpanis

-« Study Baminisiering questionnaires/interyiews for guantfatve analysis, or using mived quanttatveiqua Hafive
misfhodology

%= Sludy Invohving qualBative methoss only

7 Study limlizd fo working with human Hssus samples (or ofher human biclogical sampies) and data (spechic project

oy}
[ aStudy limik=d b working with dabs [specfic project only)

[ sFesearch Sxsue bank
[ =FResearh database

i your work doss nok B any of thesa oabsgoriss, ssisct the opbicn balos:

(= Oier Sudy

2a. Pleace ancwer fhe follcwing questonis
a} Doss the study Involve the use of any lonising rediation? L aves  (EeNo

b} Al you be faking rew human Sssue sampes (or ofer foman biclogical samples]™ [ aYes (e
C] W10 you be using exisiing human Sssus samples. [or ofher keman biclogical samples]? (AT (@No

2. In wiioh courniriss of tha LI will the recearod clise b looabed 7 Tick ai fhat aooip)

oA England
[ Scotand

DOeafie: D4BBR0ME 1 Z06445/354424)37 282
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Reference: IRAS Verskon £.3.9
18WRITZE]

IRAE Form

[]Wakes
r |H-u'l'|u11l:lu1d

‘Ba. In which oouniry of the UK will tha lsad kE22 RAD offcs be Inoabsd:

@ = England

[ This shedy does not Insole e HHE

A, Whilch applioations do you requirs?

PORTANT, If pour prgiect is faking oiace in the WNHE and s fed o Englans! seiect TRAS Fomm. IF your oenlect s il
frovm Normhem deland, Soodiand or Wales et WHEHEE Ressanch snd Developmes fces” andfor revevant
Ressarcit Effvics Commites apmications, &5 agoroonar.

[ IR Fiorm
[ Confdeniiniky Advisory Group {CAG]
[ Mational Cffender Management Serdoe (NCRS] {Prisons. & Probation]

For NHSHSC RED Offices in Nontham [meland, Scoband and Walss Dhe CT must creale SWWHSHSC Sile Spedilic
Informabion forms, for each sife, i KIOVDon 0o ohe sfuly wide fonms, and Danslsr hem 0 e Pl or inoal
colatarmions,

For partizipating Hﬁﬂmﬁuhmmm poly far the proiskn of Site specils
infovmation. Refer fo [RAS Heip fovr morg information.,

Moot recearch projeo’s require ravisw by a REC wihin fhe UF Health Departments” Asesarch Ethles: 3arvios. s
your shady exampt from RES review?

- @ No

E. W any recaarch s n Bhis cludy be HHE organicailons?

& YeEs [ /No

Ba_ Ars all ihe recsarch oosls and Infracineshes coste (fanding for the support and Teclibes nesded fo sarny out
resmarch a.g. KH2 Suppodt costs) for this shady provided by a KIHR Elomedizal Fesearch Cendra, MIHR Elomedical
Resaaroh Uni, NER Collaboration for Lasdership In Health Recearoh and Cars (CLAHAC), HER Patiend Bately

Tranclalonal Recaaroh Cantre or & DiagnosSe Evidenca Co.oparative in all cfudy chisc?
Fiaacs ces Information butbon for further detallc.

- # No

Pliase see Miowmanon buwdon for fursher Jemmis.

Bb. D you wiksh b maks an appl kation for She shudy fo b conslidered Tor IHR Clinlcal Resoaroh Mebwork (CRM)
Support and Inclusion In the KIHR Clinkal Rassarch KHebwork Fortfolko?

Fiaacs pe Information buthon for further detalls.

- # No

Cte: D4ORIZ0AE z 206445738384 24)37 28T
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IRAS Form Reference: IRAZ Version 5.3
15 WMITEE

1 1

The NIHR Sl Researmh Nefwn provides researoherns Wit e pracice! sugpon ey nesd fo make cilsiol studes

hmppen i e MHE g by provicing sccess fo Mie peonks and fcifies nesded §0 cany ouf nessarch S0 the ground®.

I your sefect yes bo Mis guesion, your mush compiels @ AR Clincal Ressanch Network (TR Porifolio Anplication Form
[PA8F) Imediaiely aler compveling Mils orgleo! fter quesiion and befove submiTing oMo apoications. Falling fo comgisis
M= PAF atead of ofarapoiications =0 HRY Approval, may mean hal voo il be pnadis lo acoess MRR CRV Sopoort e
Mour study.

-

. Do you plan o Inouds any parioipants who ane oblldren?

i @ MO

7. Do you plan ot amy clags of the project 1o undertaks Inbrus e recearcdh Involving adulis oking oapaotty fo consemt
Tor thamesive?

k- # No

Answer Ve F you oian oot Sving parmicioants aped 70 or over who Ick capacily, o o relain fhem in the Sy fo¥owing
oz of capacty. Arushee FESERT MENTS V) FESEaTy with e fving requidng consent & . This inoboes e of
IEenifanis fEsus sampies of personad inbirmalion, excenl whens apoicaion (s being made io the ConTosndally Advsory
Gy fo sef aside e common faw dudy of oosidesiaiy in Engiand and Walkes. Fl=aze consuf e poidences nofes for
fiarfier v ion an dhe inpal fameworks fbr ressa naiwng adoits lacking capsctly iy Mme LML

-

8. Co you pian to: inclsds sy parficlpanis who ars priconsms of young offsndars in fhe susiody of HM Pricon 3ardos or
‘wiiz are offenders cupsrvicsd by fhe probation carsios In Emgland or Walss 7

- #: Mo

. I the shedy or any part of it being underiaken as an sducational project?

#Tes Mo

Flease descrine biefly e imsokement of the shidenbs
The main reseancher will be a student compieting a Docioraés In Clinical Feychology.

Ba lc fhe project being undertaksn In pard fulfliment of a PhD or ofher dooiorabs?

e -l

10 Wil this resaarch be finanolaly scupported by the Unlbed 3tates. Deparmend of Heatth and Human 3ardoss or any of
e diviskone, sgonoiss o programes7T

-

11_ Wl idesrriiNainis patisnt dafs b apcacced outelds he care tsam wihout prior concent o any ciags of fhe project
(Inoluding IdanttNocalion of pobsniial parflsipants) 7

T i @ Mo

Cenie: D4DEZME 3 Z0B445ya844 I/ ITITET
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IRAE Form Referenoe: IRAS Version 5.3.1
18MWMITEE1

Intesgrated Recsarch Applcation &yetem
Appdination Form for Rscaarsh imodving gua!atru misthode onky

Plzgos pefer io i E-Spbmission and Checkllst fabs for instrucions on subimiting this annlcation.

The Chisf Investigaior should complete this fom. Guidance on the quesiions s avalishie wierever you s== this
symbol dsplayed. 'We reoormmend resdng Fe guidanos first The ompieis guidance and & Qicssary are- avaliabee by
selecting Help.

Plzase define @y tsnme or scromyemes st might not be familsr b lay nevdewers of the spplication.

St e and verclon mambar [maximeT 70 chamcers - Bis will be nserbed &5 header on all Sorms)
Parenis’ sxperisnoes of caring for & child with & fechecsioey i

-

Flease complets fhese defalls ater pou fave Sooked the REC application for rewew.

FEC Mama:

West Mdlands-Edgharsion

REC Rafsrenas Humbsr: Submiccion dats:
155 NAT3E1 DaTE2096

&1. Full ftis of the recsambc
Parenis’ paperiences of caring for & child with & echeosiomy

2.1 Educational progeobc

Hame and coniact detalls of shedenis]:

Sudent 1
Tie Forsnareinfals Surmams
Mz Jessics Cuyiizs
Address MWNCPF, School of Psychniogy
Eangor Unhersity
Bangor, Giwent
Post Code LLET 2043
E-mail PSS Dangor .Uk
Telephone 01238388365
Fa
Ghre detalls of e educabional course or degree for which s nesearh |5 being underiaken
Harme and evel of Course! degnee:
Docioeie in Cinical Psychology

Dz DDAZTAS 4 Z06442r3944 243 TIZET
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IRAE Form Refer=nce: IRAS Werslon 5.3.1
1EMWRITEE
Mame of educational estsbiishment
Eangor University
Hame and mniact detalls of academic sependsors

Anydrmio supsryikeor 1
Tite Forenameinitials Swemames
Dr Jo Wy

Address Cenipe fior Gulcomes and Experience Ressarch in Chiidren's Health, 1Bness and Disabiity
Great Crmond Street Hosplal for Chilldeen MHS Founsation
London

Post Code WCAN 3BH

E-mall fo.wrapposh nbs uk

Telephon= O207EzsTEdd

3.

Anudemio eupery kor 2
Tite Forenameinitials Swemames
Dr L Whieeand

Address Children's SFD Heulsen Unit
bty Gwymedd
Eetsl Cadwaladr Linkersity Healh Boand

Post Code LLET IPW

E-mall LIz WWhEeheadTwses nhs ok

Telephone O124E 384384

3.

Fleazes siste which academic superdsan’s) hbas responsbl By for which studenb's:
Flease oick "Save mow” befire compieiing this dabie. Ths wild eansure thae ail off the student and scademic SLDervisor

o=igils an= shoum
Btudemiz) Arademin cupsryvinors)
Shudent 1 Wiz Jessica Duvales []or Jo Wy

[]oriiz Whibshesd

A copyraf s corrent O3 for e shudlent andl Mz soadsmic supendsor [madmam 2 aages of Ad) mush be submities) with tve

apovcation.

AEA. Chief Investigator

DOaie: DDEEME H]

Z0B445ya084 24/ ITIZET
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IRAE Form Reference: IRAS Version 5.3

16D
The Forenamefniiais Sumams
Mss Jessica Dandes
Post Traine= Clinical Fsychoiogist
Ol m% Doctorate In Cinicsl Prychoiogy
Empioyer Betsl Cachwaiadr Linkersity Heal Board
Work Address WWC:FP, School of Psychology
Eangar Universsy
Eangor, Gawrgmedd
Past Code LT 200
Work E-mal sS4 bangor.ac Uk
* Personal E-mail
Wark Teiphane 01245 338365
* Parzons Teisphanshiobile
Fax

" This information /s opdionad. ¥ wil! nod be placed in the public domain o discicssd io any other dhing! pary withood pror
Consent.

A copy of 3 fprent O imacmoam T pages off A4 for the Chist imestigainr must be subvmlted with the anniication.

A4 Whao ko the nontaot on bedalf of the cponcor for all comrscpondencs miating fo apploatione for thic. project?
This coniac wdl reoehe copies of & corme spondsnos fom REC and HRARAED revewers that s sent o the O

Thie Forenameiinitials Bumame

Hefn Franchs
Address Echwol of Psychoiogy
Brigantia Bulding
Eangor
Post Code LLET 245
E-mall hfrancisiEangor. ac. Uk
Teiephone 1245322335

AF-1. Ascsarch mefsrenos numbess. Fleass ovs gny riseant remmnoss Sy pour sy

Applicanfsiomgani=afion's oan referemce pumber, e RA DT
avalabie

Eponsorsiprnool number

Frofoool Version:

Proficool Dierke-

Funder's reference numbser-

Project
el

18HCS

Addiioral meisremnos numbencc
Rl Mumber Desoipbon Refersnce Mumber

FRepisration of reseach sudies Is encouraped whensver possibie. 'vour may be aibbe o repisher pour shady Shougty
your MHE orpanitaiion or 8 regisier run By @ medical eseanch chardly, or pubiich your profocol Syough an cpen
access publisher. i you have reglshered your Sucy piease phe defals i the "Agdiionad reference nambensi™
serhinn.

Dz DDAZTAS ] Z06442r3944 243 TIZET

114



Unheard Voices Appendices

IRAE Form Fefer=nce:
1aNVMIDEE1

IRAS Werskan 5.3.1

AB-Z Is this applioation Inked fo a previous shady or another curment appleation?
Y @ No

Fi=gze oive brief detals and refeences numbers.

ABA. Burmmary of the chady., Flease provice a brisf summany of the researcy fmaimum 300 words) using fanpusge
masly unsercinod By i@y reveers and mambers of Me pudiic Anere the peoagerl o rewened By @ REC wihin fe LK

Healt Depariments’ Research EXCs Service, B's summany will be pusiished on She Heally Ressarch Authorfy (HRA)
wehste foVowng the sthics review. Fleane refer o the guestion specific guidene for Mis qeesion.

Background

Incr=xsing numibers. of chidren are now ing w6 3 racheosiomy, most of whom are being carsd for in el osn
homes. As a result, parenis e become isohved In providing highly technical and Intkersbve cane 1o Sedr chlidnen
which was previously conisdersd fo be the domain of health care professionals  Reseanch segpests Sat caring for a
technoiogy dependent child ot home can be siressiul, anviety osoking and evhaustng for parenis and Sat E changes
the meaning of parenting dus to e need o provids nursing care for thedr child,. Howeses, {0 dabe Sers i e evidence
about the speciic impact of |ooking after & chid with & Fschecsiomy ot home despite S reestee, pobential iy -
threatening refure of the acheosionyy and the erden of responslblliEy placed on e parents.

Al

The primary aim of e shidy |5 b =¥pione and undersiand ihe sxperiences of parentsicaners canng fora child with a
tracheosiomy at home. It is hoped St Hwe can undersiand mone abost panents’ sxperiences of caring for a chid
with & fracheosiomy sech Infemation will Beip clinkclans fo provide optimal, fargefed support for familles.

Idefhods

Parents of chidren wiho had a checsiomy ot Great Dmmand Street Hosplal of ezt 12 moniies previously and wiho
have besn caring for Telr child with a tracheosiomy ot home for &t lesst & mons Wil be =ligibls o parficipais.  Sixio
eight eighble parents wil be Invii=d o participate in an inlendew o expione heir expefences relaied to their child's
tracheosiomy. It s emdisaped that inlendess will last approdmatety E0-30 minuies and they will be sudoreoonded Tor
Izer ranscripiion.  InkeErdes Tansoipls wil b= analysed io ldenbiy 2y hemes reiabed o their sxperiences.

The fincings will bz dizzeminaied widely through presenisfons, publcstores and & report back to parbicipents.

AB-2 Swerenary of main lesuss. Pisase soymmadce the maln afical, fepe, or mansgement fLsues ansing fom pour sy
and say how you have aodressed fhem

Nof af sfudles s signifoanf jssues. Some Sudles may rave Saphisrsed sfhical or ofer Sees thaf can be identifeg
and manafed routinefy. OMars may presen Sgniicant issres requidng fwther considsmadion by 4 REGC, HRA, orother
revdew Bodv (35 approprisde o dhe issusl Sfodles dhad pressnt a minkeal dok fo padicizants may aise complex
orpanainel o fepal Srres. Yo should iy o coesider al the fypes of [esaes vl e dierent reviswers may noed o
o/

Given the matere of the reseanch here 13 a pofental for some peopie o find some of the guesSons sensittye or
disiressing. Particuiar atheniion will be ghsen bo how e participand ls coping during e inferele=w and  Dreaks and ime
oulwill be prosided H necessany. The paricipant wil| also be o¥e=red th= opportunity o posipone: the Intendew should
they Tesl ursbie o contrue ot that poing In Bme_ i will also e made explicty desr o the parionent that the inlendes
can be i=nminated &t any point for any reason By indicaing o the Ink=ndeser at ey wish o do so (e parbcipant wil
notneed fo give a reason for E=minatng the Infervies). in e nstance of infervdew erminabon Peassurance and
support wil| = provided fo the parfidpand and ey will be provided with the contact detalls of 3 Eacheosiomy e
speclalist, wiho Enows the paridpant, fior addSonal support. The nurse speclalist will be able to nefer the pariicipant on
for further sepport E necessany. In addition, in the unikely event that @ paridpant becomes parfiouarny disire sses
during or foliowing an infendesr e ressarcher wil contact e tracheosiomy nurse f e participant indicaies that ey
woulks ke fueriher supgort. IF during the Inlesndesr ihe parbicpant ghees: indonmeabion indicaling that hedr child or someone

DOaie: DDEEME T Z0B445ya084 24/ ITIZET

115



Unheard Voices Appendices

IRAE Form Fefer=nce: IRAS Warskon 5.3.1
1aNVMIDEE1

else’s child |5 at risk of significant ham, the GCOSH molicy for safspeanding childmen and woeng people will be folosesd,
If ther= [z a concem of risk of hanm o the particirant e releont GOEH policy will be foliowed. If the reseancher s
concemed about any risk of ham ither o e participent or anyone ed=e, then she Is legally abiigsd to share this
Irfonereaticen wiil e appenpriste people, (8 conisct person from e cinical team, and GFL. The resesrcher Wil aways
Iry io discuss thess concems with the participant first, bedor= doing anything. Furbhemore, th= researcher will s=ek
supenitsion from: her sepenidsor ased at GOEH. Following e inferdew, the researcher will spemd Heme finding out
how e paricpant |s fesing and check  fuere are any lssuss hat need sddressing. This will be done verbally
Immediately afler T inferdew. Again In this instance, I e parbcipant reports any conczms these will be passed an i
the fracheosiomy rurse specialst for addfional support T appropriske-

It s aisa recopnised thet here are important consliderations for e researcher.  Firstly, F she underialkes any of e
Imiersieas at participants’ homes she will foliow the GICSH lone-worker polcy and ensure Bod someone Fas detalls of
where she s, conftact detalls for her and information atoet the Bme of The Irersiew.  She will fext her GOEH supenisor
on srheal and on lesving the intendes.  Thers is also pobenbal for some of The inlsrdlsws o be disiressing for e
researcher 50 she wil be sbie o debrie with her supervisor after each inferview, should she needin.  The researcher
|5 based In Wales and will = traveding o G0EH 1o condect e Rierdews.  Given he distanoe it will be important Shat
Irfersi=as are organissd carefully o minimize th= risk of canos Isfion.

Finally, there are potental issuss relatss o ihe e of audo-recording and cata protscton.  The resemrher wil
ensure Fat all audic-recondngs ars dosnicaded onfo & secure hospial password prokscted compuer at e earisst
opportunity and fhat the recording |5 wiped fom e diciaphone. A1 data wil be sionsd sscurely In ACoordance with
the Data Frotedtion At and local GioSH policy.

AT. Baiect the appropiats medhodology desoripdlon for this resparnh. Fi=zs= Yok a¥ thet acoly:

[7] Case seriesi case noke: neview

[7] Gase conéral

7] Cahort obssnvation

[ Controfied trial without ndomisation
[7] Cross-seciional study

[7] Databas= analysis

[ Exidemiciogy

[ Feasiziity pliot shudy

[ Latoriony shedy

[] Metanatyss

e Crmnlitaties pesearh

[ CresSonmalre, Intendew or ofservation study
[7] Randomissd conioled trial

[] Cffer (please spechy)

A0, What ks the principsl research quesiiondobiantive® Sease puf tis v language= compr=hansibi= 1o @ by persom.

Thee primary objectve s fo expiore snd understand the =iperiance, from s parentaicars glvers perspectve, of carng
for achid with & racheosiomy.

A1 What ars fhe seoondary researoh gquestiionsiobieotives i applcable? Fizase puwt 2 i nguages comorehensisis o
a lay person.

nia

DOaie: DDEEME g Z0B445ya084 24/ ITIZET

116



Unheard Voices Appendices

IRAE Form Reference: IRAS Version 5.3
16WKIT3E

ATE What ko the coleniiflo JuctBoation for the recearuiy? Prasse oot fhis in language comprefensible fo 3 A3y parson

Kiore chilldren with chronic medical conditions witich Impact on ther respiraiory funciion, Feguinng suppaort Srom a
racheosiomy, ane surviving, largely due o advances in tachessibmy e and eechnology support. The vast msjoriy of
thiese chlldren are now being cared for intheir own fomes and at school (Cooke, 2009). Consoguently, parents hae
become involved In providing highly tschnical and intenshve care o thedr children, previceshy oorsidensd o be the
domain of healthcane professionals (e, & Glendinning, 2002).

Clinical practice indicaies. that parenis of children with a rachessinnm report being infially cesrwheimed amnd
ooncermed about thedr ahility i provide the reguired fracheosionmy care for their child (Fiymn, Carter, Bray Donne, 201 3].
Reseah sesking o undersiand the ssperienoes of being a parent o a eschnobogy-depssndent child identfied Fat this
can alter the meaning of pareniing, with parents. describing Femeseies a5 Faving 3 mie that had both parening and
nursing dimensions wiich creates & numiber of fensions for parents. The shudy sugpesied Fat professionals working
with Feese familes need fo remgniee Fe signlcant "srotbonal dirension” for parssis and should prosice the
opportunity D “discuss thedr feslings about caregiving and winat & means for their parenting identity and their
refationship with Seir child® (s, Glendnning, Callery, 2005

This study suggested an Imporiant roie for professionals In working with perenis. caring for a t=chnology-dependent
child, howeyer the reseandhers did not explore specically, parents” experionces of caring for a chlld with a
tracheosiomy. & reosmt review of the Bershore has. highlghtesd the lack of in-depth ressanth espioning pansnis'
esperieres of carng for a chibd with a tracheosiomy (Fyan, Carter, Bray Donne, Z20143). Thersfors, a main alm of the
current shdy 15 0 coniribube bo the reseand in this Seid throegh gaining an i-depth understanding of parents’
experienoes of caring tor a child with a achecsiomy.  Recent resesrch has. also Righlighbed o= lack of dads fom
male parenial carghvers (Joseph, Goodfelow, Elmiso, 2004), This sudy will thesn=fore alm o reonait boih male and
female parentsl aregivers io gain fuifer understanding of empeiences. from a range of perspedives

Hy gaining an undersianding of families’ experenoes of caning for a dhild with a trechecsiomy aorss e trajecnry of
care, o= study aims o provide evidenos o guide Fealcare professionals wind ane supporfing Tese chidren and
Tfamilles. i is hoped thad Fe insighis gainesd from this siudy will be heip o Improve the are of familes wien chilldren
recsve o acheosiomy n e fukee.

AlZ. Plascs cusmmarics your decign and methcdology. [T show b cear aagctly wivalh sl Sanoen fo the reseach
caricbant, fow many Bmes and v what ormer. Plagne Compkete fhis oecfon In fanpuage compnehencibie o the gy pearson.
D0 nap Shmply Mevmdurs o e i s prefoocd Foriher quidance 5 avalatke i the quidance nofes.

The nature of e ressah methodology means that mo specific hypotheses will be fesied out In e ressah
Advances In rachess oy cans mean that many mone childnen ans being iooksd afier in e osn home, howseer B
I miown albowt the parents spetenoe of canng for a child W8 a achecsiomy. Ghen the Imporanos in including
servioe users In the development of serdoes. and the fact ok relafvedy B = mown about T Pved eyperenoe of
caring Tor a chilld withi & echeosiony it s mportant 1o gain Bils undersianding I order o shape Tulbore sendoes
effectresly. K I for these ressons ol the curment project has besn devsioped.

e 1-

InEHal mestings will be held with the prediairic tracheasomy eam at G20EH In order fo promobe the: reseanch amomgest
professionals and heip identify suftable pardcpants for the reseanch. Professionals will be given dear
eaChesionincikesion criera and asked o ldenify polenial pardcpanis.

Sl -

Crce sulable parenisicaners hove been identified infomabon shests, induding information about e shady amd reply
sips for parenis’carers meresied in the reseach will be given elfer by post or I person at their routne cinic
appaintment in GCEH. Familles mereshed in recsiving further information aibowt the shady will be asked o onmplete
the repiy =ip.

=1~ o

Contact wil E= made with pob=ntal parfidpants who Fawve refumed neply Sips, expressing an interest o ke part in the
researrh More information about the research will be shamed with the panenbicarsr expressing an inkeres in the
research and they will be provided with the opportunity io ask QuesSons about the research. It will be made ciear that
their participation n the shedy ks compisisdy wiuntary and § |5 their choloe fo dedde 1 they would ke D De paE. They
will be imlormed that the decision they make will not aTedt the standsrd of cane thedr child recetves: from the BHE.
Furifermore, ey will be made aware that they can dange Sheir mind at any e and siop participating In the sudy.

Ertmge £-
Cmoe 3 paricipant has agresd io @k part in e shdy, 2 Gme and 3 piace o meet il be agresd. in most instances
this il be at e next cinic appoinient &t GOS8 H, howeyer T this s mot feasible for e fTamily, $e reeeancher wll
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organise & more conyvenlent option. This cam be In the pafidpants own home or 8 msfualy correenient locafion.

Siage 5

A e tme of e inberdiew the resesrches will begin by redewing sach aspect of e cons=nt form with e parbcipant
Inchuding the us= of sudlo remonding and the fght fo withdmee st any Gme. Confldental by will b= disoessed and the
participant wil be made aware of the Imiks of confidsnialty, |=_ hat what s dsoussss wil remain oonfidental and
their anomsmiy profecied, howeser | the resesrcher bs concemed atsout sy sk of ham sfiher fo the padicpsnt or
anyone sise, Ben she b legally obiiped fo share this mfomation with the apgrogriale people, {3 contact person from
the clinical f=am, and GP)L The ressancher will alseys try o disouss heses conosrms wil the paricipant first, before
doing anything. The parfidpant wil be asted o provide wrifien consent belors e interdew begins

Priar o staring the inbeniew the paricpant will be ssked fo complele s demographics quesSonnaire. They will be bold
that ¥ they are unsure about any guesion ey should ask the researcher and ey do not fesl comioriabie win
answering any quesions hen they can =y Sem blank. The ponposs of the shody Wil be refisrgisd and e focus of
the Inteniesr wl| be Infodeced to the parfidpant. Foliowing this the audio device wil be tesied o ensure It s working
conrecly and Then the semi-sructured inbendes wlll be caried out. & is hoged that e semb-snachured Inferdles wil
aliow =ome conialinment for th= pafidpan, how=yer also proeide the opporunEy fo sxplore i greaisr d=iall areas
which meay be of iImporianc=Arizrest | s hoped Sat he fexibiity of the Inferdew agenda wil allew for rpport bullding
which will be Importang given e sensifee rafure of e opic.

Participants will b= Imfersiswed in 2n in-depth semi-sinichered oonversational style Inlendew.  The intersisws. are
experied b kst 50-30 minutes with bresks as required. Cn conclusion of e inferdos parddpanis will be asked o
reflect om thelr sxperiences of S inferdew, and ghaen the opportunity o ask any furher questions. They wil also b=
Imiormed Sed they may contact the researcher shoulks they have furlher gueres of conozemes. Only one mestng
betasen the paricdpant and fhe ressarcher bs | kely o be required but I parenis wished o sclend the Infsrdes o e
sessions this wil be fadiitaied. The Inferviess wil b= audio reoorded, provided the paricipant fes given oonsen fior
this.

Simpe B Aeconded Interslewes wil be mnsoibed and lnter analysed using Imerpreiniive phenomenclogical analysis
(FAL

Simge T: Ono= all daia have besn anaksed and wriken up, participants who expressed an inferest in finding out stout
the nesasfis of the sludy wil b= provided with & summary document of e findings. This document wil be written In

language comprehensinie o the lay person.

Ald1. In which acpschs of tha ressarch prosses have you aofhesly Involved, o will o Involve, patlents, eervios uears,
andior thelr carers, or members. of the publlo?

o Design of e research
[ Management of ihe resesrch
o Undestaking fhe reszarch

[] Al ysts of we sults

o Dlssemination of Sndings
[ Mo of e st

Give deislis of volvemeasd, or [fnone pleass jusitly the absesnoe of Imobement

Desipn of the ressarch;

During the devslopment of e project parsnis. of children with & scheosiomy were consulfed aboet thelr sgperisnoe
of caring for thedr child In =adBon o care ey have recelved from GOS8 This provided valuaibie insights which
highighisd the reed for ihe project, onifissied o e reseanch foplc and provided information which oonfrbui=d o
the devs opeme=nt of The semil-siruchored Infsrdd=w guids. Furfhermors, hess corsufabors prosidsd Imporiant rslghl
Inin what nesss  Bo be ke n b accoent o ensere that parenis feel comforinbie with taking part in the sludy.

Underiaking the nessanch:
The questions In e semi-sinuchonsd Intersies will also be plloted with panenis of children with a tacheosiomy who

are nof Irrenkied as paricpants In the research project. Farents' fsedback wil nfoms any revisions to S inferide
guide.

Diss=mination of findings:
Folowing compledon of the shudy |t s hoped that sendos essrs wil contribule o the dsssmination of e resuls. s
particuiar, s=rvice usars wil be corsute=d fo ensuns that e rasulls ars communicatad In & cear and =Tecive way
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that s understandable. Methods of dssemination wil be expioned with senioe usss o ensone Bat the results can
b= mccessed by & reasonable number of meopls

A1E. What lc the samgile group or sohort o be efudied In thic recsanro?

Seject all that appiy:

rlm

[7] Cancer

[7] Candlorsascular

[7] Congenial Disorders:

[7] Dementias and Mourodsgenerafive Dissyses
[7] Dinbei=s

rla

r|E|E
[]{zenerc Health Relevanoe

[] Inct=ction

[ Infemmatory and mmuns System
[7] Injeries and Accidents

[ Weemial Heakh

[ Metabolc and Endocrine

[T Musculnskeiztal

[] eunciogics!

[] Cwail and Sastroimiestnl

[ Pa=diatrics

[] R=nal and Urogenital

[ Reproductive Heaith and Chidbirs
[+4 Resplriony

Flm-l

[

Gender Kiale and female paricipants
Lovs=r mpe= limilt: 15 FaaT
Uipeer g imilt: 70 Fears

ATT-1. Plaacs et the principal Incleclon odters fct e most mportant, max G000 oharsofsrs).

Parents of chidnen (aged 1-1E) with a tTacheosiomy an being recrulled who mest e folosing Rcesion oiterda:

1. Their child recehesd & tracheostony at Great Smond Sireet Hospital

2. Their child has had & rachsosiomy for a1 least 12 months

3.The par=nt has carsd for thelr child with a tacheostonmy ot home for ot lexst & months:

4. The parent and child basve rsoshesd care reganding he imcheasomy from e GOEH pasdlairic tacheosiomy =
S.Farenis are able fo speak English sufidentty well o particpste In an Inferdsw In English
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A17T-2 Pace lict the principal esolucion oriteris (st the most iImportant, max 5000 charaobsms).

Parenis of chidren who Fad recentty undergors a tracheosiony and remainesd inpatiems. wil be eociuded due o not
bebng ahie o answer the majorty of guesions within the rervies. Frevious reseandh has eecieded these participants
due io e Ikelhood that qualty of [Fe was “nfuenced mone by the mexsting medical condtions necessiating
racheosiomy, mather fan the procsdure e (Hopling, Whetsione, Fosher, Bianey,

Moemizon, 2002 Famenis of childnen with a e ondibion wil be eeduderd due o the risk that s makes e family
Identifishie . Furfeemrone, parsnis. of chidren wii a chiid poecion comosm or irecived in an ongoing complaint
against GOEH will be eyduded due o potenial comflict with the mbrmation bedng gathensd

A1E Give detalic. of all on-clinical Inferventionjc] or proceduredc] Shat will be resetved by partiolpanic ac part of the:
recaamh protoool. These Inclyde seeking consent, ifendews, ron-Cinica) obsenations and use of Guestionnaies.

Fleaze compisie the oolumns for each Inberyentioniproosdure a5 follows:
1. Tolal number of Ink=nsntionsprocsdunss o be recebved by =ach participant = part of the reseanch proloool.

2. iz Imerventionprocedure wolld be mutiney given o paricpants 2 part of Ber aine outside the resea,
hivar meany of the total woulkd be routineT

3. Awerage ime mken per inbevenbordproceduns (minubes, howurs or days)

4. Detalls of wiho will conduct e inierendon'proosdune, and wivene wil Die place

Imbsnvembon or

- 12 3 4
Seskng 1 nta 20 Jessica Dawies (Tralmee Clnical Ppchoiogist), at Great Crmond Strest or
Consent: minuies paricipant's own home Hospital (GC0EH)
Deemographics 1 nia 40 Jessica Cowies (Tralnes= Clnical Psychologist), at Grest Crmond) Birestor
form minuies paridpants own home Hospial (GOEH]
Semi-siruchiresd 1 nia B0-30 Jessica Cawies (Trainee Clnical Pepchoiogist), at Great Crmond Strest
Ink=ndew minutes  Hosplal (GOEHOr participant's own Fome

A, How long do you sxpesot ssch parSoipant fo be In the chady In total 7
It 5 expecied that the tme om oonsent o fesdback of results wil b= 12 rmonths.

The face o faor contact with parenis will be spproxiraisy 120 minuies i~ oial, incuding ghing participanis the
opportunity o ask guestions, Bking consent, compiefing e demographics form and the semi-srechored intervow.

AZE What ares the potential ricks and burdens for recearch partislparts amd heow will you minimics them?

For ail shudies, desoribe sy pofenthal acverse efects, paln, discomibed, oisiress, infrusion, nconvenisnce o changes
o Kechde Only oesoribe sisks o burgens that cocld oomur as & resulf of parficination in the ecearh. Say what oeps
would be faken fo minimise Rois 200 burdens as far as possibie.

The risks io paridpants ane conskdered o be minal. However, ghven the nature of e ressanch thers = & polendal
for some peopie o find Some of the guestions dsiressing or sensitive. Parfiousar atienfon will be given o how the
participant ks coping during the Inferddew and regular breaks and Hme out will be prosided. The participant wil akso b=
oftered the ocpportunity o postpores the Interview showid Fey fee) unabie o connue 3t any point in teme. § will also be
made explcitly Cear ot T inferdiew can be emminated af any point for amy resson (e particpant will not reed o
ghee a reason for Eminating the rerview] and that  thers ar= any parbiculsr questons that the parficipani does not
'wish o anseer Bhey do not Fave o do so. In e insiance of inrendew iermination eassurance and support will be
provided o the paricpant and Fey will be provided with, the contact detalls of a tracheosinamy nurse specalst, who
krows the participant, for addifonal support. The nurse spedalst will be able o nefer the participant om for further
suppoet ¥ necessany. In addBon, in the event that s participant bernmes particulany dsiressed during or fobowing an
Infervi=w and mnequesis further support the essancher will kadse with B adeosiomy murse o fadiEbe this.
Folowing the intendes, e researcher will spend me finding owt how Be parbicipant bs fesling and check [ there are
any sues Fat nesd addressing. This will be done verbally immediaiety after the nEndew. Again in Fis nsanoe, ¥
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the paricpant reports any ooncems @iks will be passed on o e acessiony erse spedalst for sddtional
SLppoE

IRAS Version 5.3

AZE. W Inferviews! quessticnnaires or group dcouss lons Inciuds toplos that might be cencitive, smbamscsing or
ppeatting, or Ic it poccibis that oriminal or other dicolocurss requiring sotion could ooour during the ctudy?

Wses Mo

¥ Yes, peane phve defals of profeduess v plaos o deal iy these fnsues:

Any parsnt who becomes distressed during Be inberdew wil b= offered Fe dance o have 3 break from
IntEndewing of termminsie the session and will be providesd with oonsct detalls for the rscheosiony nurse or local
support sendoes. & parent specificaly requests i, the reseanter wil make 3 refemal o e sppopriate servioes af

GOSH jeg peypchoiogy, PALEL Once reconding of B Intenview Fas siopped, panents will b= vited o comment on
rmir

experence of faking part In S Sudy and io woios any concems. E Fas besn suggested that this period of nefecte
disCiEsion |5 Important for participants wiho become distessed daring the Inbendew.

A24 What ko the polential for banefit to recearch participants?

Direct benefis fo esesh participants are Tkely io be minimal. Howeser, pariicipants may find sharng their

expeariences and t=ling their siory helphul and a postive experenos and may furthermors conskder it benefical o
Donfribute o Improsved support for Tamilies of chilldeen with & acheosiony in e fulue.

ADE. What ars the potemtial rficks for the recsarchers themosiec T 17 anp)

InkErdews wil take place at Great Crmond Sieet Hospital (308H] during working howrs, however In mses whens Gis
I niot posssiivie and InEndews Bk place In particpenis’ homes, T local GOEH lone worker polcy Wil be Tolowsd. In
this siuation e reeeacher wll Inform collesgues of whers ey are going and witen they are ey o rebam. Thesy will
call & member of the supervisony =am before and afer he inlerview has taken place.

Tre opporuniy i Fave a debrie! and recsive appropriate support will b= provided b the: nesesmher @ S inbendes
as It s recognized that some of B Intervisss may be cralknging or dsiresing.

AZT-1. How will poiesvial participants, roorde or camplec be deniifed 7 #Who will camy thic out and what rcouroes
will b pesdPRor evampie, ifenification may involee 2 disease repiser, compuierdised search of GF o, o eview of
medical records. indicate whether s will be done by e oirec? fealfcare deam o Dy eseachers acting umder
FTROgEmeTs Wi e ecponsile care oroanisaiongs).

InBal mesings will b fedd with B pacdairic tachessiony ieam ot GCEH I onder o expésin e esssrch o e
team o thad they can Identify sultsbie participants for the reseanch from he aceosiomy datsboses Professionals
wil be given dear schsion/inciuson ofteria and asked fo ldeniify poienial parficipanis. Onee suitshie parenis/oarers
hawe besn denifisd information shests, mcuding information about the shady and reply slips for parenisiranes
brieresied In the research will b= ghven afther by post or In person at their roafine cinic sppoiniment in GCEH. Efowid
thiey be Inksrested in recetving furkher infommation they will be asked o compdebe the repy sip amd nehen B o the
researther. There are approaimaisly 2000 familes caring Jor a child with & rschessinmy recetving nesbhment from
GOEH Approwimaisy 4-10 participants will be suMcent for the research.

AZT-Z. W the dentifoaticn of pofendal paricipants Imvole myiewing or sonrsening the ks ntiflable perconal
Information of patients, cervios LGars or any ofher peEonT

(Y (@ No

Plz=gze ghve oefals Selmar
Only members of the paedainc mchecsiomy s will soeen for potential peridpants.
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A2E Wl any partiolpanic b= reonufied by publicty theough poctsns, leaflets, advertc or webcisc?

CHYes (Mo

AZE. How and by whom will potentisl parScoipanis finst be approached?

Crce sulable parenisicaners hove been identified infomabon shests, induding information about e shady amd reply
sips for pareniscarers meresied in the reseach will be given effer by post or i person at thelr roetne cinic
appaimtment in GCEH. This infial coniact wil be made by professionals working with e family L= he tacdheosiomy
beam. Thezy will ke given the iInformaion sheet io read detaling information about Te stedy, iIncudng polential benefis
and possibie risks_

AR W you obisin informesd concsmt froem or on behal of receanch parSoipants 7

[#s¥ez (Mo

T you wlll e oaining Consent from acoll panicpas, oiease phve gelals of who will ke Conment and how i el e
dons, with getals of any Seps 1D provide nfbrmation {a welifen informadion sheet, videos, oF inferactve matenall

s for aduits wiabls fc Conpent for Memsehes Shouwd be described separate)y in Part 8 Section 8, and for
Childver 7 P B Section 7.

I yow plan 10 seok informed consen! fom vuineRLe Qrouns, S how o sl s Bat consent [ volamary and
iy informed.

Intial coniact will b= made by prodessionals working with @ family Le. the rachsosiory eam. They will be given e
Inforrmabion sheef o read detalling Infommabion about e study, Inciuding poieniial benefis. and possibie risks.
Furthesmore, G Infmmation shest exniains Tt heir pardcipaion s not mandaiory and will nof affedt e care they
FECERA I AT WY

Farenisicarers, Finferesied, will be asked o compiele the reply Sip 5o that the lead researcher can provide Sem
wiif more information (hey wil b= prosvided with 3 stamp sddressed sreiope o0 retum e eply slip)l When the reply
slip Fas been rehmed induding ther chosen method of contact and contact detalls the reseandter will make contad
will the Samiy_ WEen the researches makes contac they will be given the opportunity bo ask any gueshons rdaied o
the researdh. They will also be made sware that their parfidpaiion in the researdh |=s not mandaiony and will not 2=
the ongoing care ey receive In any way- Furthemmore, ey will be mzde awane that, showld they dhwoose o take part
they may withdraw from Fe ressanch af any siage. Foliowineg this inftial contact bebeesn e ressancher and potental
participant If the pansnt'cansr confirms. that they would 1ke 1o ke part in the reseanch they will be given e onsent
form o infial, sign and dabe [see supporiing docurmenizion). The consent form will b explained verbaly in addbion
o the written information fo ersure thai all rformadon |s uvndersiood. a pareni whose first language s nof Engilsh
has expressed an inkeest i king part G0EH ansialion sendozs will b ulllsed 1o communicaie with the pobeniial
paricipant Transisbon sendces wil b= used o ransiake inforrration shesteiconsent forms. Athough fomres. will b=
transiaied o dfferent languages participants will only be Induded F ey are wiling o be iniendessd in English.
This s beraume the researcher wil only be abie D anahyse Fe work through the medium of English.

T yow are nof obfaining consery, pleass expialn iy ot

Fleass enclose 3 copy of e nfbrmation shesis) and consent foamisl

ABI-E. WIN you reccad Informned concent for advios from concuibesc) In writing?

EsYes [ iMNo

A5, How long will you allow pobsntial parboipants. o decldes whether or notf fo ke part?

Participants wil b= ghven as iong as they need o decide io tike part. They will be given T infiomabion sheet and wil
hawe ot least 24 hours o decide wheifer or not Tey are Rienesied in@king part inthe shudy. Fa poiental parfcpant
wishes o ke part in a2 shady as soon as possible s wil be facl Hried.

AL What armangementc have bean made for percons who might ot adsquabsly undersiand verbal sxplanations or
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writien Information ghven In Englich, or who have speoial sommunioation neade7ie.0. translafion, use of Ifepeiers)

H a family whorse first language |s not English has expressed an imienest in tbiking part G:08H s abon services will
be utlised bo communicate with Fe polendal parfidpant. Transiaion services will be wsed o ranshie nfommabion
shestuimnnsent forms. AdFough forms. wil be ransiabed inin dfSerent lanpuages paridpanis will only be Imcuded B
they are wiling o be Inerviewed in English. This is because the researcver will only be abie D analyse e work

through the medius of English.

ASE What ciepc would you taks T a partiolpant, whe hac given Informned concant, locess oapsoity fo concent during e
shudy? Tick one ootion only.

(w: The participant and all idemtSiabie dats or Hesue collecied would be withdrawn from e study. Data or Bssue which
Is meot ideniifiabis to e reseanch Eam may b= retained.

[ The perScipant would be withdrewn from e study. ideniflabie dats or Bssue already oollecied with consent would
o= retaired and wsed in the study. Mo Saifer dats or tissae would be codeched or any other research procsdures. Camied
ot on o In nelabon o the: parbcipant.

[ The perfcipant would continue o B inchuded in the shudy.

(7 Mot appdicabie — Infommed consant will not be sought from amy paricipants in s reseanh

[ bt applicabée — it s nof pracSicabie for e research team fo monior capacity and continued capaciy will be

n thic ceotion, perconal dats meanc amy data relating to a particlpant who oowld polsntialiy be dentfed. B Iudec
pesuionymiced daia capable of being Inked to a partiolpant through a unigue code number.

ﬁ|| |

&35 Wl you be undieriaking any of the following aothitiss at any ciags [Inoksding In the Identificalion of potesntial
particlpanisy i Tick a5 appmograre)

[ Access i medical neconds by those outside the dinect heaithcar: t=am

[ ACDess i socal cane neconds by ose outside the direc social care team
[] Elcironic ransfer by magretic of opbical media, small of compuler Rebsons
[ Eharing of personal dabs Wit céhar organizations

[ Export of personai data cutside the EEA

Ff Use of personai addnesses, poshondes, fawes, emails or biephons numbers
[+ Pubiicabion of direct quotafions from respondents

[ Pubdication of datn that might aliow ideniSication of Indhiduais

A Use of audio/visusl reconding desices

A Storage of personal data on amy of the Sollowing:

oA Manuai fies (noudes paper or fim)
A NHE computers

[ Bockal Cane Barvce compuers

[ Home or other personal computers
[] University computess

[] Private company compuisrs
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[ Lapion computers

Furiher oefalis

A&57. Plasca decoribe the physioal ceourty armangements for clorsges of perconal data during the chudy?

A standard opemating procedure for confidentalty and dats sacurty will be dovsn up prior o e shiedy commencing
that s undersiood by all members of the reseandh am with aooess o the dala. Fleidl noles. will b writksn in sihord
hand

that does nof indicate which parbicipant was involed (L= parScpant numbers and pseudomymes will b= used) 'When
fidd notes are ansiermed o elsconic coples, the hard coples will e desiroyed. Ay dent®ying dat in nobes and amy
signficant indcainrs, such a5 specfic norses wino may  often b= menoned by patienis in inferdess for esampie, wil
be given & pssudonym. Farfidpent deinlis will be kept separai=y fom informadion about thelr pesudomym.

Cata stormge: al digial dats Induding Interview ransoips wil be storsd on password [rotecksd compters o
Enypisd memorny sScks and after tanster of the reconding from e digial recomer i 8 Computer dive the digial
recording will be deised. A paper coples of data wil be kept secunsly In & locked Tiing Cabinet in & kocked offo= by
thie ressanch supervisor (Or Jo Wyl Participant ideniifiers and consent forms wil be senarsly sionsd separbely o
any hard copy data.

AR How will you snsurs the oonfidentiaiity of psroonal data?Fieace provids 3 geners) Satemen of e polcy and
procedores for ensuning confidentially, =g anonymisaiion or pseuconymisation of data.

A dafs collecierd during the oourse of e shudy wil E= heid In accordanos with S Data Proecion A (1325]. This
mears that it wil be kept =xfety and will not be revesled o ofer people wifout the parfidpant's pemmilssion.
Furfremore the GOEH polcy regarding confidential By and data proteciion will be followed af all Hmes.

Personal information such a5 addresses. and ammalls: This informaion wil nof be known o the resesrchers urtl
coniached by participants or pariicipants have relumed She reply slips with e conlact detalls they would [Tie the
resEarier o use (= g emall or phone number). Contact detalis will mot be shared wih anyone outside the nessanch
beam

Use of saudofvisual reconding devices: A digial recorder wil B2 used o necond the inkesndews. \Writen consent wil be
sought (as docurmemied in the consest form) and the participants will be asked again for verbal mnsent o reond the
Imiersiew Immediately prior o e Interview oommencng. When the inkendes has finished & wll be secunsy
danioaded omio & secure, password proecisd G208H NHE compubsr. To ensure amonymilly the e wil e ghien a
nuenber and o ephance seoarky, once e downdoad o the GOEH compubsr |5 compieied the origiral inkndes will be
dedeted froem e digital recorder. Cnce the dgial recondings of e inbenviews Fave besn downioaded onbo a seue
G0EH oompuler, the imendews will be ransoibed. Al interviewes Wil be anonymized when e researcher Isiens io
and ransoribes e nierdew. Each transoript will be passwond protected and given & numbser winich can be Inked o
participesnis only va the conseni forms: dwitich will b= siored in a ockeesd cabines in GOSH )L Publcaiion of direct
guoiations from perticipants: &l direct quobess from participants, when wrifen up for publicaion or inb=mail repors, wil
be made anonymous using dther a pseudonym or pardcdpant numiber. Polental idenifiers (such a5 names of
professionals or places) will also be removed Farenis of children with 3 rare condBon will be eyciuded due b the risk
that this makes the family dentfiabie.

AS0. Who will have sooscs to participants’ perconal data during the cludy? Where acoess 5 5y indhvioua's cutsice e
oot core feam, please sty and s3y whether consent Wil be soupit.

Mo-one outside the direct care t=am wil have acoess o participants’ personal data unt] partcisants Fave agreed that
the researTher can contac e, AL that point the researcher wil Fave contact detalls for e participants.  Once
participants have consented o providing Seir personal data to members of the research tsam this will be restricisd fo
the perzon onducting the Inbenviews.

ﬁﬂ.mnthnuMmmmwm
Crece o= Inberviews have been mnscribed and pseudc-anonymised the daba willl be analysed sther by the nessancher
and her universty academic supenisor and GO8H supervisor,  Mefther supervizor will have access b anything offer

than pseudc-aronymised tansoipts.  Amalysis will be carisd out by The researcher +- her SA0EMIC SUDSRiSors
effer ot Bangor Unkeersity or GOSH.
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IRAE Form Fefer=nce: IRAS Wearskon 5.3.1
1&MWMITEE
1 |

A2 Who will have control of and act ac the ousiodlan for the data generabed by the cludy?

Tite: Fomrenamsintisls Sumame
Miss Jessica Oavies
Posi Traimees Clinical Psychology
CrsalMicafions BSc Peychology, Cunreniy oompleing Codiorabe In Cinical Psychology
Work Address Morih Wales Diinicasl Psychology Frogramme
‘Bchool ©f Pepchology
[Eangor Unhersiy
Post Code LT 205
Work Emall rspSEbangor.ac.uk
Work Telephione 01245358385
5.8

AL, How long will pareonal dala be shorsd or ascacsed after Se chady has ended?

Csless Bhan 3 moniis:
s 3 — B monihs

[ “sE— 12 months

12 monfhs — 3 pears
[_nCher 3 years

A4 For how long will you shors recaarch data generated by the cludy?

Yean: S
konihe:

AL Flesca give delalle of the long ferm amangemends for clorsgs of recsarch dats after fhe ctudy hac snded Say
wiiere dafa wll be sfoned, wio Wil fave access and ihe STangemens I0 Snsone DaTLnT.

Afl datn mliecied during fhe oourse of the shedy will be held in acoordance with the Dista Proleciion A (15958). Ay
questionnaires, audo reconding of the Intendes and ransoripts of e irersizw will be given an idenification numier,
%0 only the res=archer wll know whose dafa befongs o whom The infersies will be anomyemoes since any dentiiabls
Imfonmmeadon will be deieted wiven the ressandher Bstens bo and tansorbes e Imoniew reomnding. Farddpangs will ot
be iderifiesd In any regort or publcabon of the reguls of he ressanch

Afl paper coples of InformisSion provilded by parficipants il be kept s=oursty In & locksd g cabines that will only b=
accesshbi= o members of the res=arch feam.  Slmillady, e elecionic sadlo recondings of the Inkendew and any other
elscironic information such as the nberdew ransoripts will be s=wyed on an encorypisd memory SHick or an e GOEH

Cormuier.

O complefion of the research, al of e Inferdew recordings wil be wiped dean.  Howeser, paper coples of th=
transcripts of the iInbendews and complefed questonnaiee=s wil be siored secersy In a locked cabinet In @ lockesd fillng
cabinet by the Feseanch Superdsar {Or Jo Wreay) for up o S years, af which poin® they will be securely destoyed. At e
end of the shudy ol dafa heid on anyihing other San a GOSH compuster will B securely dejefed.

A4S W recearch parbiolpanis recelvs any payrmenks, rAlmboreement of sxpanese or ary other boneThe or Inpenthves
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IRAE Form Refersnce:

IRAS Wearskon 5.3.1
1aNVMIDEE1

Tor taking part in this recearo?

-

AAT. W Incllvidual recaarchens reseiye any personal payment over and aboyve normal salary, of any obher enefits or
Inperfilees, for taking part In thic recsaroh?

- #: Mo

AdE. Doss the Chial Investigator or any othar v any direod personal Invaiyement (2.0

InwessHgatoricol laborator
finanoéal, chare holding, pereonal relationehip stz ) In the organicalions cponeoring or funding She recaanch thal may
pive risa io & possibls confllod of Inferost?

T i @ Mo

AR W your Infoem the Bansral Practtionsms [andior any other baakh or osre prodacelonal responcibls
Tor thalr oare] that they are taking part In the sfudy?

e & Mo

I ¥iex, pimgse enciose & copy of the Inbrmaton Shestfefsr for the GRhesth professional with @ version number and dafe.

ABZ. Wl fhe recearoh e regichersd on a puibiio dalsbhsca 7

k- # No

Flagse ghee defalis, or jusiy ¥ no! repéstering Me res=arch,
The res=arch will fot be reglisiensd on & pubic databarse as 1 is not publicy funded, Itwill be reglsisred on the GOSH

disbase and once ooenplete i will be ayalbsbis In e Unkesrsity of Eangor Bbmary. It s the Imenbon of The lead
res=arher o ermure That the work wil be written up for publicabon In & sdeniific jJourmal.

Fep'sraton of researh sthudie s (5 encourapged wierever possibie
Yo may be abie fo regisier poor study Sheuglh voor WS apaesisalion of @ replsier ron by a medical esssly ohanly,
or pubish your profocol dhvough an open access publiishiers Fyou o= swvans of 8 sullsbis egiater or ofer method of

publization, please ghe detalis. & nof, you may indicade il no swrab'e reglsier sxdsfs. Fisase ensone fal you have
el iRy reference umbes) in guestion A1

AE1. How do you Inbend fo report and diccaminals e resulis of the chesy? Tick as apomodisie:
[ Peer reviewed scientfic joumals

o Ink=mal report

[ Confenence presentsSion

o Fublicafion on website

[ ‘Criher pubicagion

[T 1Submission i raguistory authoriies

| Acc=ss o raw datx and right to pebish freefy by all ireestigainrs In shudy or by Indegendent St=ering CommBee
on behal of all reestigaions
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Fefer=nce: IRAS Wearskon 5.3.1
1aNVMIDEE1

IRAE Form

[ Mo plares to report or dlssemingis e resuks

[ 1Other iplease specify]
Wirifen Information aboet the ovemll Tndings will be provided ‘io; parficipanis T they reguesied Sis and bo healthoane
professionals. inwolvesd in e cars of the parficipants.

AEZ Hyoa will b using idantifiabls perconal daka, Bos sl you snsurs thet anonymity will b= mainbsined when
pultizhing the racuRc?

hiz ldenitifiabie personal data wil be wsed when pubdshing $ie resulis. A1 quotes il ancoymissd,

AEL. Wl you inform participanks of the reculs?
o] " i Mo

Fleaze ghee defals of how oo wilY infom canisinents o jusi®y & nof doing so.

Af e e of Ihe Inferdew participants wil be asked F ey would Bies fesdback on the findings: of e ress=anch. § they
are interesied, the ressarcher wlll note  Seir chosen method of ommenication of the Aindings (=g smaill, lefier,
telephone]. Gnoe e dots hase besn analysed and the Imennal report weifen, parficipants will be sent & copy of e
report of the findings { Sey had sald that ey would Be= a copy. This report will be writhsn In & way which Is
undersiandable fo the lay person and free of scl=nifc fargon. All terminciogy will be deary d=fined within this meport.

AB. How has the soleniflc quallly of the ressaruh been apesceed? Tick as sooroonats:

r |I1|:|q::ndu'lﬂh'nnlre.rbl-

[ Review within & company

[ Feview within & muff-cenine research group

[ Fimview within e Chief Investigators instiution or host organisation

[ Ryl wifhin T res=sech eam

[ Riview by educational supendsor

[ i

JusiEly and gescribe fe ewew Dmoess ang owrome. i e review s been unceriaken buf not e by e
res=gvrher, phee defals off the body which fas onog=daien e rewess

The NWCFP has recelsed and apgeosed an InEal proposal for his study. The reszarch f=am comprises of a number

of experisnced researchers in the Seid of psychology. The research will 2is0 be reviewed by members of the School of
Psychoiogy's ethics board af Bangor unkersity before being submitisd for widsr MHS elhics: and RAD spproval.

The study has besn revizwed by Grest COomond Streels reseanch commises,

The study bas aisn besn revl=ged within the reseanch mam by fhe o superdsors and the |=ad reseancher

underiaking $eir dockoral qualfication. This s an ongoing process as the ressarch will confinue o be discusssd by
the res=arch t=am through o compistion of the study and Swough the compietion of reguiar DrOgress reports” s per

MHWCPF policy.
For ail Slucies svcepd nos-docioml Suden! researmh, pisass endone & fopy of asy svaiab'e sclenific oiigues repons,
fopeiter with any rejaied comesoonosToe

For pon-gocfoml sfudenl neoegrch, pisgse anpcices @ Copy of e gsoescment fom your soucations sependoon insiuion.

AB3. What Ic tha campis clze Tor tha recsaroh? How many savficants'samolesdiata meoonds do oo pleys fo ssugy in
fota'7 i fvere Is more fan one groun, piesse e ferher gelsils heion

Totsl UK sample iz
Total Intennadonal sample sixe (Incuding LI
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IRAE Form Reference: IRAS Verskon 5.3
16WKIT3E

Total i European Eoonomic Anear

Further defalis
Using qualEsthve mefhodology 4-10 participants will b recruled) info the shudy inbobal.

ABD. How wat the camipls cles dealded upon? o forma! sample slee calouiation sas used, ndicade how this was done,
iy SUTioieT information fo usttly and epmduce e calofation.

It Iz usual for qualistie reseanch o rreobee recnaitment of small remibers of participants in order Bo fadliEi= a8 desp
analysis of the InkEndews. E alows reseanders o reoll indvidual sccounis, and this heips reduos e ss of amy
subfe nuances betaeen ach indviduals acoouni

Korse (A010) provided an ovendes of e reoomrendaions for ssmpie size in guallintive research and sugpesied
that & study using brerpretaive phemomenciopical mefodoiogy intervewing =ach paricpant, in depth, cwer 2 longer
duration (50 minubes: =j, produces a lanpe amount of dais for each participant and Fersfore nesds. fewsr participants
In e shudy (Morse, T000). Typical sample stres for these shedies range from 1 b 10 persons. inaddition, Smith,
Flowers and Larkin (2009} reoommend that researchers showld recrult betwesn 4-10 paficpans when conducting
research for Docioral vwe gualificaions: w=ing Interpretative PRrenomenoclogical Analysls. Theredon, in kesping with
bl qualEatte shedles, e proposed shidy aims B reonull bebsesn 4-10 particpants.

Referenoes:

Miorss, ). KL (2010 How diferent s qualiive heath researh fom qualtabive reseams? Do e Fave a
subdinopine?, Cualfative Healh Ressarch.

Kiorss, ). kL (20007, Determining sample siee. CusiEatie healty msearch, 10011, 35

Smith, J. A, Fiowers, P_, & Larkin, K C20700). ink=pretative: PRrencmencinpical Anahysis: Theory. Meod amd Ressanch
London: Sage.

AET Flascs docoribe the methods of analyelc jctafictionl or other appropriate mettde, o.g. for ualEattes recaaroh)] by

Dab wil b codlecied Srough semi-sruchred imberdews amnd will be anatysed folowing a specific fom of therabic
analysis known as inemretstve phenomenciogical approsch (IPA)L FA requires a small and homopenous. sample of
Indviduls. who prosice in-depi ifcrmaiion on the subject being shadied.

IPA = an approadch usaedl io fnd ot how Individuals ars peosving e particular shuations: they ane fadng, and Fow
they make s=nse of their personal and social worid. The foous: of IPA b gaining detalled, in-depdh insights imo e heed
riperimnoe of a pariodar pheromenon, foousing on Fougis, fesings and an indviduas inbepreabon of these. The
approach places an importance on e esearchess oan inkepretation of 8 paricipant's intepretation of their personal
and sodal worid, leading o desper anakysis.

The approasch waes selecied for e depi of Information | can provide and for the partial sinichere witich aliows
paricipants io raise 3l lsoees Fot are redevant o them, withowt the resssrher Imposing predetermined abegories
and =xpeciations. The analysis of e inierdews wil be onducisd manually, following, In part, e guideines. of Braun
and Clark (2005], Smith, Floswers amd Larkin (2002) and Smith and Csbom (20085 In order o prormote Se vallidty and
credibl iy of the analysis, an indepercent i (member of the reseanch beam ) will revies Be dais for dsoepancies,
oversiaments and smors.  Dertved themes will be mmparsd with the original TansaTipts o ensure Fat
Inmierpretations are groanded in participenis’ aocounts, thus reducing ressarcher bias in the ssection of themes for
analyss. A final list of themes will be agresd after disousslon of which Femes best caphune the inlervies data, 1o
ensure the oredibliy of Fe final acoount.

Refemences:
Braun, V., & Carks, V. (2005]. Using themalc anatysis in peychology. DusiEathe resssrch i Peyotologry, 3, TT0M.

Smith, J. A, Fiowers, P, & Larkin, W (2009). Intemretaive Prenomenciopical Analysis” Theory. Mefod and Reseanch
Londor: Sape.

Smith, J. A B Oshorm, WM. 2008]. mlepretaive Prenomensogiosl snalysis. in A% Emith (ed) QuaiEsthe Psychoiogy.
London, Sage. (2nd ed)
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IRAE Form

AEL Dther key Invectigsionsioolishoraion. Please Incivoe o grat oo-aopicaes, profoc! Co-awthors and other ey
members of the Chisf imestigaior’s ieam, incuding non-dociors shuden! enegrchers.

Appendices

Referenoe: IRAS Wersion 5.3.1
18MWMITEE1

‘Wiork Ermall

‘Wiork Emall

Work Eraall

Oualficalions

Dz DDAZTAS

Tie Forenamelinials Sumame
or Ja Wy

Senior Fasaarch FaliowHealt Foycroiogst

BEc, M, Fhil, DHP(NG), © Popchol

(Great Crmonsd Sireet Hospital for Childnen MHE Founcdation Trust

Cnire for Cufcomes and Experience Ressarch in Children's Health, liness and DisablEy
Barday Houss

37 Cumens Squars, London

WC1M 38H

OZ07EZS THIZ

jo Wy @goshnhs uk

Tie Forename/iniEals Sumames
Or L Whk=head

Cinical Prycholoplst

Betsl Caxdwaladr UniversEy Heaith Boand
Chilidren's OPD Heubsen Link

Yebyty Gwynedd

LLET ZFW
0248 384384

Liz Whiteheadwaies.nhs.uk

Tiie Forerarme/InBals Surmarme

Ms Jo Caooke
Clinical Nurse Speciailst
RECH, Mac

Girept Crmnomd Sfireet Hospiial for Childnen MHE Foundstion Trust
Great Crmond Birest
London

WCHN 20H

jo.cookeggosh nis.uk

Te Forerarmefinials Surmamme
M Richard Hewitl

Consultant Fasdiainc ENT, Head & Neok and Tracheal Surgeon
BEc DOHNE FRCESDRL-HNE]
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IRAE Form Fefer=nce: IRAS VWarskon 5.3.1
18NV MITEE
Employer Erest Cemondd Srest Hosplisl for Childeen MHES Foundation Trust
Work Address Great Cemond Shreet
London
Post Cod= WM 20H
Telephome
Fae
kol
AR Sponsor
Lmaid Bpomisor

SsE | NHES or HEC cans onganisation
&) Arademic
[ Pranmacssical indusiry
[ Wisdlcal device imdusiry
[ Local Authaority
[ Dther social care provider (ncluding vwoluntary secior or privake

organtsation]
- Dther

iF Gther, please specty:

Gzt pareon

Mame of orgsniz=stion Esngor Unversity

Gleen name Hefin

Family rame Francls

Address School of Pepchology
Tormichy Erigantia Bulding, Bangor
Fost code LLST 245

Coniry UNITED KINGOOM
Teiephae 0124388339

Fa

E-mall h.trancis{libangor.ac uk

e thay eporor Based outcide the UK
[ Yes (i PR

legal mpressaive estabisved v Me UM Fleane oowsul the puidancs nofes.

Linder fhe Ressarmh Govemance Famewori for Hesith and Soclal Care, @ sponsor cotside Bhe U mos! sopoinl a

DOaie: DDEEME 2

Z0B445ya084 24/ ITIZET
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IRAE Form Fefer=nce: IRAS Wearskon 5.3.1
1aNVMIDEE1

ABE. Has sdermal Tunding for the recsaroh besn saourad?

[T Funding seoer=d from one or more funders
[ Exfzrreal furding applicafion fo one or more funders in progress
[ iz appilcabion for extermel funding will be made

What type of research project s His?
& Siandalone projsct

_ Project that ks part of a programme grant

s Project that 15 part of = Cenirs grant

s Project St I3 part of a f=liowship! personal award! res=arch iralning asand
[ Dther

Cther — plesse stabe:

ABE. Hat responsibliRy for any spaolfio recaarch acdhvities or procedures been delegated to a subooniractor |other
than & co-sponsor llskesd In AB4-1) 7 Please ghe defails of subooniracions ¥ apoicabi=

i res & Mo

ABET. Hag thic or & similar applloafion baen praviously rejscted by & Rescaarch Effios Cormmittes In Shs UK or anothar

T i @ Mo

Pleass prowo= & oogy of the unfseouab'e opdnion ey, Yow shopid expieln Ao poor answer fo gue=ston 4582 how e
reazons for the unfavoorabis opinlon have bosn addressed i Mls aosication.

ABE-1_ Olve delalic of the mad MEE RAD ortact for thic recsaroh:

Tiie: Forenameiiniias Sumams

Mz Emma Fendizion
Crpanisation iGreat Crmmond Strest Hosnial for Children NHE FoundsSon Trust
Address Great Cmond et
ILondion
Past Code WCAN 3JH
\Work Emall res=arch.govemanozil goshrhs uk
Tej=phon: I0TE0E248S
Fenr
ogil=

Defalis can be oiifaired fom dhe NHE RED Forovw websier oo ey maom nie ol

ABE-1. How ko dio you sxpeat the chady io kact in the 1807

Flanned start date: 11072016
Flann=d end date: 30SQIT

DOaie: DDEEME z3 Z0B445ya084 24/ ITIZET
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IRAE Form Fefer=nce: IRAS Wearskon 5.3.1
1aNVMIDEE1

Totsl duration:
Years: 1 Months: 2 Days: 20

AT ks i chady?
s Single cenbe

AT1-Z Wheare will he recsarch laks plaoca? (Tick as aporoprisde)

4 England

[ Scofiand

[T \Wales

[T Maoriem Irsiand

[ Teer counfries In European Economic Arsa

Tkl LUK skes In shudy

Doss thic frial Invokme counbriss culsids the ELY
o Yes i Mo

ATZ. Whinh srganisations In the U will host ihe resaanh?Fieass indrate fe e of organisanion by Soking e boo and
pive appruimats numbers if known:

[+ M43 organisations in England 1
[ ]M#45 aganisatons in \Waies

[ ]M#45 arganisations In Scotand

[ |*SC aganisations in Northem Ireland
[]GF praciices in England

[]GF practices In Waiss

[]'5F praciices In Scofand

[]'5F practices In Korthemn iesiand
[]+aint heath and social care agencies {eg
commurity mental heaith i=sms)

[JLocal aulhorfes

[]Fhase 1 irisl unks

[ ]Frison estabilshments

[ |Frobation aneas
[]independent (privaie o vouniary secior)
anganlsasions

[ Educaficnal establishments
[]independent nesesrch unis

[t (give: defalls)

Totsl UK sies s sfudy: 1

ATEA. W polential pardicipants b Identifed through any organisafions ofher than the recsarch cRes llsfed above?

DOaie: DDEEME 4 Z0B445ya084 24/ ITIZET
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IRAE Form Fefer=nce: IRAS Warskon 5.3.1
1aNVMIDEE1

AT4. What arangermenic ars In placa for monBoring and auditing the sonducd of the recesrosy?

The res=archer wil mezt regularty with her superdsors Srmaghout e study to malch progress against targess and
analyse data. Ad hoc mesings wil aiso ke piacs s requined, parficulary H e ane any particuiar conosms - B.0.
with recrufment.  During the period of data colecton the researcher wil mesbispeak to D Jo Wy afier sach Inisreise
to detrief and address any concems. The wider reseanh team will aiss mest fsice during e project o monfor
progress.

ATE-1. What arrangerments will be made for Insuranos andior Indemnity to mesd the pofendlal lsgal llabllly of the
Eponeons] for karm fo pariicipants arisdng from the mansgsment of the recsarch? Fleaze Kok boxjes] a3 soodcable.

Iigle: Whhene @ NHS organisation has apresd o 80T A5 Sp0n5or oF CO-Sponsor, indemnky is prondded’ theough NHE soiemes
indicals Fits appies (ivene [5.00 need f0 provide gocomasany svidenosl. For ab oder Spomsoes, plsase gesorihe e
amEogemens and provids syddenoe.

[T M Indemnity scheme Wil apply (NHE sponsors only)

[ Ctezr Insurmnce or Indemnity arangements wil apply (give detalls beiow]

Bangor enisersty will mest with potential gal [labifty of the sponsar for ham o parficpants arsing from the
mansgament o e rasssrch, Pagse s afactsd snonsorship lether

Fleass enciose 3 cooy of nelevand docoments.

ATE-Z What arrangerments will b made for Insuranos and’ or Indesmntty 1o mest the potantial lsgal BabliEy of the
EponEonEs] or smployeric] Tor harm io parflcipants aricing from the declon of the mesaroh? Fissse Hok Soriss) g
appiicahs.
Nole: Fhere researchers il ubsisndve NHE emplciment conias heee designad ive ressgch, ingemnily [ prowged
Mircuph MHS schemes. indicals WS aophes (Ahere (5 no nsed fo provide dofomestary swidencel For olber proforod
AUOE (5.0, COMEAny EMNoYSET LTIy membars), pisgoe gecrrite e Sranpements and nowde syidenos

[T1NHS Indempity scheme wil apply (ortocol authors wils NHS contmacts only)

[ Othear Insurance or Indemnity arangements wil apply (plve delals beicw]

Bangor universty will mest with pofential k=gal [kabiHy of the sponsar for harm fo parficipanss. arsing from the
management of e research Pleases e afachsd sporsorship iether.

Flease andnse a cogy of Felevans Oorumenis.

ATE-E What arrangerments will be made for Insuranos and’ or Indemniy 1o mest the potantial lagal BabliRy of
Investigabors' el laborators arlsing from harm to parbioipants in the conduct of the reesaroh?

Nofe: Where dte pariicipants are NHE pafisnls, indemnkly & orovided Mmough fhe AHS sohismes oF Shrough pofecoons’
indemndy. fndicale Fib's apod=s fo e whioe sfody (@here 5 0o eed' o provise documen iy ewdencel. Where nom-NHS
ifes are io be inciuded in dhe recearh, Anckeding privale pracices, pisase desoibe the anmnpemeands which will be made ot
Miese sites and prosdoe evidenoe

[l NS Imdeminity scheme or professional Indemniy will 2apply (paricpants neoulted &t NHS sies only)
[ Aeszarch Inchudes nor-NHS stes (ghve defals of Insurance’ indemnily amangements for these sies beioa)

DOaie: DDEEME Z5 Z0B445ya084 24/ ITIZET
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IRAE Form Fefer=nce: IRAS Wearskon 5.3.1
1aNVMIDEE1

Bangor enisersity will mest with pofential legal [lablity of the sporsor for ham o parfcdpants ansing from the
manspement of the res=srth. Pease se= alfachsd soorsorship leter.

Fleass enciose 3 cooy of relevan docomenis.
ATE. Could fhe resaarch lsad to the development of a new produstiprosess or tha: gensration of iInlslsotual properdy?

[ =Yes (& Mo« Mot sume
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IRAE Form Fefer=nce:
1aNVMIDEE1

Appendices

IRAS Verskan 5.3.1

Plaaca snier dedallc of fhe hoot onganicabons (Local Authorthy, MHE or other) Intha U thatl will b= responcisis for Sie
recaarch eieg For NHE stes, e hos! orpanisstion (s the Tius! or Heaily Boarg, Wiene the resesy 5ite s @ primary cans
e, 2p GF prachios, plsase insev! the hos! orpanisation (PCT or Heath Bosd) v the insiifubon row and' esert dhe ressarch
5T =g GF pracicel in Me Denarimend fow.
Iree=sHomior
e Re=seanch sibe Ireee=gthgalor Mame
I (W NHS she
Forename Dr.Jao
) Mon-HHS si=
name
Couniny  England name Wy
Emall JowragpBgosh.nhsuk
Cualihcation FHD
Crganisafion (EREAT CRMOND STREET HOSFITAL FOS WD)
name CHILDRBENM NHS TRLUET Couniry LMITED KIMNGOOR
Address GREAT CRMOND STREET
LOMOCH GREATER LONDOHN
Post Cod= WM 2H
Owie: 04DEEZ0ME T 2064450998424/ 37282
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IRAE Form Refersnce: IRAS Verskan 5.3.1
AEWMITEE

0. Deolaration by Chisf Investigaior

1. The Information In s form Is aocurats fo the best of my knowledge and bedlef and | Sake Sl resporsibily far
L

2. I underaks o abide Dy the ethical principies enderying the Declarmstion of Helsinkl and good pradioe
ipuidein=s an e proper comsuct of resssrri

3. e reseandh Is approved | unideriake o sdhere o e shedy profocol, S e of @ full application as
approved and any condlions s=t oul by revew bodles In ghing approval.

4. | urdertake i roffy revisw bodies of substantial smendments & the profocnl o the terms of the approved
application, and fo s==% & txsourable opinion fom e main RES befors Implementing S amencment

E. | underiaks io ssbmE annual progress reports seling out e progress of e resesch, as reguired by review
[enidlis .

E. | am asare of my responsibiiy o b= up o dake and comply with the reguirements of the lasr and relesant
pold=diines relaling b securky and confideniaiily of pafient or ofher persoral dats, incheding the nsed o regsisr
wiheen necessary wkh the approprisbe Diats Probschion Cificer. | undersiznd that | am not penmitied o discios=
IdeniSlanie data to third parfies uniess the discicsure has the consent of Se dois subject or, In e case of
peafieni data in England and ‘Wales, the discicsune b5 covensd by the fenms of an approval ender Seciion 251 of
e NHE Act 2005

7. I undersisnd that research reoondsdata may be subject o inspection by review bodies for sedi perposss. |
requinssi

B. | understand that any personal data In‘this spplicaSon will be heid by review bodies and iheir cperational
managers and that Wis wil be managed acconding bo the principles establishsd In The Dala Proftection Act
1938,

g, | undersiand that = Informafion conisined in this application, any sspporting doosmenistion and all
com=spondenos with review Godles or el opearational managers rejating io e applcafion:

* Wil b held by the REC [whese applcabie] untl ot least 3 years after e end of the sludy; and by HHS
RAD offices {whene the reseanch requires. NHE manapement permission) in aocordance with the MHS
Code of Fraclice on Feoords Management

& My be disciossd io e operafionsl maragers of revlew bodies, or the sppoiniing authorky for e REC
[where applicable), In order o cheeck that fhe apolication has: besn processed oom=ctly or o Invesiigal=
BTy Compiaing

o Wiay be s=em by audRors appoinied fo undertaios acored Babon of RECs {whems spplicabie).

Wil be subject fo e provisions of the Freedom of indonmation Acts and may be disciosed In response

o requests made under the Acts secept where siuiony exsmpbions apply.
o himy b= s=ni by emal o REC members.

10. | understiand that Information relafing fo this res=arch, Incuding the contact detalls on fhis appication, may be
hisid on rebonal res=arch indonmafion systems, and et this wil bz managed acmonding $o S principles
estabilshed In e Dot Protecion At 1335

11. Where fhe research 8 reviewsd by & REC within the UK Health Deparfments Research Ethics Bervice, |
understand that th= summary of fis sludy il b= publshed on fe websie of e Kational Re=semch Efhics
Serilce (NRES), logether with fhe confact point for snguines named beloa. Publication wil iske plao: no =orier
Fan 3 months afer [ssus of the sfhics commites's final apinion or the withdrawal of the spplication.

NRES woand ke o indiudes @ Donfact podel wih Me puiVshed sommary of dve siody b fose mishing jo sesi fther
i, Wi wouls Be grsdefid IF you woold indVoafe ome of dhe confect poinis Se/ow.

(4 Chief |rreeshigabor

DOaie: DDEEME e Z0B445ya084 24/ ITIZET
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IRAE Form Refersnce: IRAS Werskan 5.3.1
TEWMITEE

Ancaes o applkalion for tralning purposss [Yof apoicabls e RED Forms)
Opfional — pinases Aok a5 aporooriaie:

[ I would be content fior members of ofer RECS o have soress toihe Infoemation In ke appicabion In comfidence:
for training purpos=s. All personal ld=n@flers and nefenences {0 sponsors, funders and res=arch units wosld be
T,

This s=chon was signed slectonicaly by Mz Jessioa Davles on DE0E2016 13441,

Job TitePost: Traln== Clinical Psychologist
organization Eangor UiniversitydBOUHB
Eralt pepSlabangor.ac uk
Draie: 04OEE0AE 3 2064429838434/ 37 25T
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IRAE Form Reference: IRAS Verskon 5.3

Appendices

18MWMITEE1

1

02 Desclaration by the cponcor's reprecetrve

I theve &5 mane Man one Seensor, this declaadion showd be sigred on behalfof e Co-5pOnsoes by 2 Mo seniaie
o the jmad soorsor named o A08-T.

| cxrirm that

. This research propoesal Fas been disoussed with e Chisf investigator amd agresment In principle io

SponEsOr e nesEarch IS In plsos.

. An approprisie process of soeniific oligue has deronsiraied Gat this ressach proposal |s worthehile and

of high sclenific qually.

. Any necassary indemnity of Insurance amangaTents, as described In question ATS, will be In placs before

s reseanch stars. InsuranceE oF indemnily polces wil be rerssved for the durabion of the shedy whens
PECAISArY.

. Aramgements will b= in place before the shidy starés for the resaanch b=am io scomss resournes and suppaort

b0 deiveer e nesEarcih a5 propossd.

. Ayrmanpements o abombe regoons bilbes for the management, mondtoring ard repoding of B esearch wil

be In place befiore e research starts.

. Trez duities of Sponesors &1 out In T Aeseach Govemano: Framesors for Health and Socdal Care will b

endertaken n reabion o ithis reseanch.

Flease nobe: The oeclarations Delow 0o mof form pard of e aoplicadion & aoproval above. They will ol be
considered by the Reseanch ENcs Commities.

. Wihere e reseach s reviewed by 8 REC within the: UK Heaith Departments Research ERRiCs. Beniice, |

enderstand that e summarny of this shudy will be published on the wetsbe of the Naional Reseanch Ebhics
Benice (NREES], iopether with the confact point for enguiies named in Sis appllcation. Publicaiion will Bie
place no =arker than 3 months affer Bsees of the =hics committess inal opinion or the withdrawal of the
appdcafion.

. Spedifically, Tor submissions o the Research Ethics Commilizes [RECs) | dedans that any and all cinkcal

frials: approved by the HRA since 30th Beplemier 2013 (a5 defined on IRAE cabegories as dinlcal irisds of
medicines, devioes, comblinaton of medicines and devices or other dinlcal trisis) have besn replisiered on a
publcally acressibie egiser in complianoe will the HRA regisirabion requiements for e UK, or Fat amy
defermal granted by e HRA sHI appiles.

This section was signed slecronicaly by Mr Hefn Francls on D820 13:52

Job Titie/Post Echoel Manager for Psychoiogy
Crganizabion: Eangor Liniversky
Emalt hrancisgibangor. ac. uk

Dz DDAZTAS 30 Z06442r3944 243 TIZET
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IRAE Form Reference: IRAS Verskon 5.3
16WKIT3E

[ Desolaration for ciudant projects by scademis cuparyicons]

1. | Fev= rezd and approved both e ressarch proposal and Shis appilcabion. | am satisfed St the sdentfic content
of e nesesrch s sabsiachony for an educational qualfication af s lewel

2. | underais by fulfll the responsibiities of e superdsor for this study 2= 3= oul In the Research Govermanoe
Framewory for Healih and Sodal Cans.

3. | Eake responsbilty for ersuring that Sis shedy Is conducisd In accondances with S ethical principles underiying

the Declarafion of Helsink| and pood practice puidelines on e propsr conduct of eseanch, in oonjusction with
dinical sup=rvizors as appropriabe.

4, | Eike responsitilily for ensuring that e applicant s up D daie and comples with e requireTents of the @2 and
relevant guidslines reating b seouity and confidentally of patient and other perzonal daia, In onjunciion with
clinical supervisos as appropriabe.

Academio cuparsicor 1

This secton was signed sledronically by Dr Ebmbeth Whitshesd on I40R2HME 1415

Joby THeFost Clinical Psychologlss

Crgani=afion: BCHUEBE

Email: Iz whit=headwaies nhs uk
Academio cupardicor 2

This section was signed skecronically by Dr Jo Wray on 4052016 13:45.

Job THeFost Senlor Research Feliow
Crgand saion: Great Crmond Sirest Hospital
Email: JowrayGposhonhs. uk
Davte: D<4DEZD1E k| D0e443r3944 34 13TIIET
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Appendix 4: Research Ethics Committee — Favourable opinion with conditions

Yimchwal lechryd Gremanseth Mosieg Fmcheil o ey | el g
a Gofal Cymmn R reh Etdes Sarvien I'r [ | Lpodarh G
Health and Cane H fmied by
Research Wales fishh Ervermend
WALES BEC 7
PO Ban 138
Beiiding |
= Durde's Park
Jobwanll Aoad
Carmaribas
ETRTE =
Tk Q16T TRba4d
Emal: pie benolieaisg.chagb
Flsaca nots: This lo the fawoursble cplnlon of
e REC only and dosc niof allow you to ctart
wour chady &t MHE chec In England untll you
repatve HRLA Approwal
Miss Jessica Davies
Trames Cinical Fsychologist
Banis] Cadwasladr Linbversity Health Board
NWCFF, School of Psychology
Eamgor University
Eanegor, Gwyredd
LLET 3G 31 August 2005
De=ar Miss Durdles
Study ife: Parenic’ sxperisnoss of oaring for a child wih a traoheoctomy
REC nefsrenmss: TEAWANZES
IR&S project 10 ane4ss

The Ressarch Etfics Commifise reviewsd the above applicafion at S mesting Feid on 25 Aagest
ZMME. Thanis you Tor participating by telepihome o disoss the appilcation.

We plan o publish your Fessarth summary wonding for the above study on the HRLS welbrshe | iogeter
'wilh your coniact defalls. PublosBion will b= no eardier than Free monis from the daie of Shis
Tavourabie opinion lefier. The sypectabon |s o Sis imformabion will be pubilsied for all shadies that
receive an sthical opinkon bt shouid pou wish o provide a subsihibe confact point, wish o mak= a
request i defer, or requine further informaton, plesse oontact e REC Manager Ms Sue Byng,

sy byngiflrasies nie. uk. Uinder very imiied croumsianoes (2.0 for shedent neseanch which has
recedved an unfavourabie opinkon), it may be possibée o grant an exempbon o the pubsbcaiion of the
shudy.

The memibars of the Commise present gave a Tavourabie ethical opinion of #e above res=anch on
‘the basls desoribed In the appicaion form, poloos and suppofing documentation, subject io e

The REC favourabie opinion s subject o the following condbions. being met prior bo the: st of e
shudy.

1) The PIS should mention in the Introductony paragraph that the study was being
camied out 35 part of an educational qualficasion.

You chould notify the REC onee all oondiions have bsen met (excepd for cite approvale from
hiosd organications) amnd provide coples of any revissd doosmentation with updated version
nusmibers. Reviced doowmesnbs chould be cubmiited fo the REC sleotronisally from IRAS. The
REC will acknowlesdiges reoalpt and provide a final list of the approved dooumsntation for the
phady, which ¥ou oan mals avallabds to host organisations to Taollitate thair permicsion for the
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phady. Fallure to provide the final verckons to the REC may caucs delay in obdaining

parmicclons.
ent Ission must b= obinined from esch host 1o the siart of the
it e she concemsd.

Lianaperment permission showd be somght fom a6l MHE craysaion s imodved in dhe stdy in
accomancs wih NAHS es=amh govemances sranpemess. Eaoh NS onganisation must comTmy
fvough the sipning of agreements andéor offer documeyss haf X fas phen pormlssion for i
resmarh in proceed ferienf whens sanlictly soecfied othenise]

Guidance on apniying o HRA Approval (England)l’ NHS permission for reseach Is avalabie bn e
Irpraied Research Appication System, af W ivaunhs. uk or o e wwa oo nn s o,

Where 3 NHE opanisation s moie i1 fhe sudy 15 fmided fo ifentiying and refeming pofentia’
parficipants i ressah Shes (foaricipant identfcation centred), puidance shouk e sought fom the
RAD offios o i information i reguires o Give permission for this acivEy.

For ron-MHE siies, nie manapement perminsion shoulkd b obfaied b aocordanos with the
procedunss of (he nefevant hos crpanieation.

Sponsors are nof requinsd o ot i Commites of management permissions fom host
organisaions.

Repistration of Clinical Trisls

Ml cinical trisls (defimed as e st four cabegones on B IRAS fHer page ) muest b= regisbered on 3
publically accessibie datsborse. This showid be before the first participant s recriied bt no laber than
6 wesks afer recrulmeent of the first parScpant.

Thene Is no regquirement o s=paraiely notty the REC but you should do 5o at the sariest opportunity
. wien submiting an amendment. We will audk S regisiaton detalls as part of e annual
progress reporting process.

To =nsure Fansparsncy N research, we stongly reoommend ot all reseanch s registened but for
nor-dinical triaks this s ot ocorently mandaiory.

I a sponsor wishes: i neguest 3 defermal for shudy regisimiion within the required Imeframe, they
should contact b shudyrepisirabondbnie. nel. The expeciation Is that all cinical trials will be
registened, however, In excepbonal Oncumstances non negisiation may be permissbie with prior
‘agreement from the HRA. Guldsnce on winere io regisker | providesd on the HRA websibe.

Ethical review of research sites:

MNHS Sifes

The favourable cpinicn applies to all MHS sites taking part in the shudy taking part in
the shady, subject to management permission being obtained from the NHEHSC
RE&D office prior to the start of te siudy (see “Conditions of the favourable opinion™
below).

Summary of discussion at the meeting

Social or scientie valus: sclentifc dealon and conduct of the study

The Comimittes noted panents had been consuited during the development stage of the sy

In tesmes of the semi snuctured Imenview
s Davies ﬂmmwmmmmmmmem

fook Info Sccown? & the Experiences Parents go thmugh mmmancmm;pm
foram she had asked familes in e wWainty for thelr Wews ataut the guesions.
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Racnulimeant and accass fo haalth | and fair
Bgdaction

The Commities queried i here was 3 concam aboul pobemtial fior over recnutment and wihat
would happan If 100 many people came forwanm.

M5 Davies responded thal 5he wolld nod hand cuf foo many Ifommation sheets o Aafs of
femnifes but F more Fizrest was received Man required, She would inform thase familes nof
required Dot Fiform Ehermn of ife oLTames.

Fawourable risk banafit an bensflifmzks for resaanczh
and

The Comimittes asked what action would be Gkan f familles experenced distess during e
res2archL

s Digvies explained that her iraining and SKINS wolsg 3ssis o dealing with any insianoes of
ofsiress i she needed fuviher suppon She would signpos! them io the cinkcal nurse

The Comimittes noted the wse of @ home compuier and Sought ISasEUrance On SECurty
ssues Involved In the wss of 3 home with the data belng heid.

Mrs Davies explained she was based in hut the research was belng carmied ouf in
London. She expiained Me igentifiabie dafa woulkd be franscribed on 8 Tius! computer wiich
weoLid then Be anonymsed and coded and fansfermred to her home computer wiich would be
password profected.

The Committes would IKe the PIS to mention that the study is belng camled out as part of an
educational qualfcaton.

Suttabdiity of the fand afafr

The Commities queried what the key coilaboraiors’ nies ware In the research.
s Davies explained there was 3 ciical nuwse specialist and the ConsLVTant wiho wowld
have carmied ouf the SLpery

The doouments reviewsd and approved at the mssing wenme:

Document Version D

InErview schedule ] 15 May 2016
IRAS Application Form [IRAS._Form_D0Ec0E] 04 August 2016
IRAS Checkist XML [Checkl=_D4082015] 04 August 2016
Letier from sponsor 16 AUgust 016
Tion-saloaied queshonnarne [Demographics] Z 19 May 2016
Participant consent Torm [Fanng 3 30 June 016
Farticipant Information sheet [PIE) [Fareni] z 15 May 2016
RESEArTH ONOtoCDl oF [FOReCE (Foposal 3 30 June 016
SUmMmay GV for ChieT IMvestgator (1) [Jessioa Cavies] 04 August 2016
SUMmATY GV TOr SUDEnASOr [SIU0SnE rEs=anch) QL Whilsremd 13.June 16

Summiary GV for supsnisor (sludent reszach) Lo Wiay] 04 Auguss 2016
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Membearchip of the Comenithes

The memibars of the Ethics Commitiss wie wers pres=ni at the mesting ans lsisd on Se attached
shest

The Commiies |s constiubed in accomdance with the Governance Arangements for Ressarch Efhics
Commitees amd compiles fully wh the Standard Cperafing Procedures for Resean Ethics
Commitees in the LI

Aftar afnioal review
Feporting requirsments

The atisched dooament “Afber sthical review — guikdance for researchers” ghves delaled guidanos on
reporting requinsTenis for studles with 2 favourable opinion, IRciuding:

. Niotifying subsbnial amerdments

v Addirg new shes amd Inveshgaions

. Hiotification of sericws hreactes of the protoool
. Progress and safety neports

v Miotfping the amd of the shady

The HRA wehsie also provides puidance on thess opics, which s updated in the Ight of changes in
reporting requinsenis or procsdunes.

Uger Fesdbaok

The Heall Research Awthority |5 comtinuslly sirtving to proide & high quallly servioe o all applicants
and sponsors. You e ivied o ghve your view of the service you Fowe reosivesd and the applcaion

prooedare . [ you wish io make your views known piease use the feedback form avaliable om e HRA
webshe: hEpcwweshra nhs. uklabow-the-hrvgovemanosqualty-assurance!

HR& Traindng

We are pieamed o Weltome reseaerT and RAD sS5 af our Faning dags — see detals af
hiEpch sy hraunhs. wichra-training!

| 18 AN2ES Flsace quods this number on all somespondenos

With the Commithes"s best wishes for the seopess of s project.

Yours. sincerety

pe. Dv Jodin Ewshan

Joint Viea-Chalr

Enchosumes: List of names and prodfessions of membesrs who were pressy ot e meedng
and hose Wi submifed wiifen Comments
B iter effical’ revew — Quidanos for rsearchers”

Copy foc FHefin Franck

ks Emma Pendefon, Gres! Crmond Sieel Hosoital for Chliden NH'S
Founciation Test
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‘Walsgc REC T

Attendanos at Commties mesting cn 26 Augussi 2018

ComemiHbes Mamiber:

Mame Profeszion Pressmt Motes

DCr John Buchan Refired Medical Praditioner | Yes
I Joint Viga-Chalr

Dr Sansth Davies Principal Public Heallh Ko
inbzligence AnalysihChair

kirs Calrin Flschet Lead Meninl Heaith Ko
Phameacist

DOr Anand Garesan Corsulan Fsychiabist Vs

Bir Chwen Hughes Feychologisk ho

Mirs Earah Jones Cinical Trials Murss [

Dr Raymond Jones Lay memiber Wi

Dr Sumant Kursda

Consulant Hsemalologist | Yes

Mr Derek Lasseter

Ly rmemmibeer /ol Viee- s

Chaalr
Mr Gareth Lewis Frincipal Frammacist Ko
Mr Chrls Cicawskl Ly meEmiber KO
Cr Girsh Pais Consuliani Dermainiogist Yies
Ms Slan Frice Ly mEmiber s
DOr Gopinaih Sehory Consulani Anaestnetist HO
Dr GeolT Sheilswell Ly memiber Yies
Mrs Rossmary Whitemon Ly memiber Mo
Cr Bartara Wilson Expert nurse memiker Yies

Algn In atisndanos:

Maime

Poziion [or reason for sifending)

Ms Eue Byng

REC Marager

Appendices
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Appendices

Appendix 5: Research Ethics Committee — Acknowledgement of compliance with conditions.

Ymchwal lechyd Gemanerth Komay Freched] - | | ol g
a Gofal Cymeu Rasaarch Pk Sarden |I \ | Ly (e
Health a nd Care Fnckd by
Research Wiskes | et toremrant
WALES REC T
PO B ¥
Belidrg 1
5= Diwyics Park
Satmeed Romd
Zlnrrashen
A WY
Tak LT IS
Emak mza. slsantauk
Plees nods: Thic e an asknowlsdgemsnt letter
froen the REC only and doec. not allow you bo
siart your chady af MHE clies. In England untll
Fou metve HRDS Approwal
Miss Jessica Davies
Trames Clinical Psypchologist
Betsl Cadwaladr Unkversily Health Board
HWCFEF, Bochool of Psychology
Eangor Linhersity
E:angor, Swynadd
LLET 2D 25 Bepiember 2016
Dear Miss Davies
Shady tile: Parenic’ axperisnoes of caring for a ohild wikh a
bras haoctomy
REC mafsnsniss: 18 AN 2ES
IRAE projecd ID: el

Thank you for your emall of 26 Septemiber 2015, | can confirm the REC Fas reoshed B
documents Isted belos and that these oompily with e approsal comdbons detalied in owr
iefer dated 31 August 2016

Dooumenic recalvad

Tz dooaments received wene &5 follows:

|pocwment version |oate
|Participant Information Sheet [Parent] 3 |28 Beptamber 2018

Approved dooumants

Tre final list of spproved documeniaSon for the study Is therefore a3 follows:

|oocmant Vergion |Cae

[Interview schedule Fl |15 ey 2016
[IRAZ Appilcation Form [IRAS_Form_D4082016] Jost Awgst 2015
[[RAZ checxiist XML [Checkiist_D40=22015] 04 August 306
|Leter from sponsor 16 August 2016
[Mon-valdated questonnair: [Demographics] 2 19 May ZHE
[Farticipant conz=nit form [Farent 3 30 Jun= 2016
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Participant formation sheet (PI1Z] [Panend]

25 Sephember 2016

Research protocol or projedct proposal 30 Jun= 3016
Fesponse o Addtional Conditions Met [Emal] 26 Sephember 2016
[Fummany TV Tor Chief Investgator (1] [Jessica Davies] |08 Angmst 016
Summary GV for supervisor (student research ) [Liz 13 June 2016
Whitehead]

[2ummany C for supervisor (ssudent research) [Jo Way] D4 Amgust 2016

You shoukd ensure that e sponsor has a copy of the Tinal dooumentation for Se shudy. Eis
the sponsor's responsibiity i ensune Siat the documentaton Is made avalable o RED

offices at all parficipaiing shes.

1HIW ANDEY Flaacs quobs thic numbsr on all DoTespondens |

Yours sincersly

Mc Zms Byng
REGC Hanager

Copy fo: b Hefin Francis

M5 Emma Pendeton, Greal Ommond Sineef Hosolfad for Chidren NHE

Founoation Trest

Appendices
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Appendix 6: HRA Approval

NHS

Health Research Authority

Mliss Jessica Davies

Trainee Clinkcal Psychoiogist Ermall: Fra. approvaki@nis ret
Betsl Cabwaladr Univershy Health Board

NWCPP, Schoal of Pychology

Eangor Universiy

Bangor, Gwynedd

LLST 200G

13 Cz=pber 2016

Dear Miss Cavies

Letter of HRA Approwal

Study title: Parants" axpariences of caring for a child with 3
tracheocatomy

IRAS project ID: 206449

REC nefaramca: 16N A2

Sponsor Bangor University

I am pieased to confim that HRA Approval has been given for fie above referenced study, on the
basis described In the application fomm, profocsl, supporting documentation and any carfications
noted In this etier.

Participation of NHS Organisations In England
The sponsor should Now provide 3 copy of this letter io all participating NHS organisations In Engiand.

Appendix B provides Important information for sponsors and paricipating NHS organisations In
Engiand for arranging and confinming capacity and capablity. Pleass read Appendi B carefully, In
particular the following seclons:

»  Participating NHS organisations in Engiand — this ciarfies the types of participating
arganisations In the study and whether or not ail organisations will be undertaking the same
actities

» ConfiTation of capacky and capabliy - this confirms whether or not each type of participating
NHS organisation In England is expecied to give formal comfinmation of capacity and capablity.
Where formal confimmation is not expected, the section also provides detalis on the time limit
given to parficipating onganisations 1o opt out of the shudy, or request additional time, betore
thelr participation ks assumed.

= Allocation of responsibilifies and rights are agreed and documented (4.1 of HRA assessment
criteria) - this provides detall on fhe form of agreament to be used In the study to confirm

capacity and capability, where applicabie.
Further Information on Tunding, HR processes, and compllance with HRA criteria and standarnds ks also

provkled.

Pape 1ol 8
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It Is critical that you Involve both the research management function je.g. RAD ofMce) supporting aach
organisation and the local research team (where there |s one) In satting up your stady. Contact detalls
and further Information about woeking with the research management funclion for each oganisation
can be accessed from www.hirA.nhs ukma-approval.

Appendices
The HRA Approwal lether contains the Tolowing appendices:
s A-— Listof documents reviewed during HRA assessmant
» B - Summary of HRA assessment

After HRA Approval
The document SaMer Ethical Review — guidance for Sponsors and Investigators”, issued with your REC
favourabie opinion, gives detalied guidance on reporting expectations for studies, INcluding:

» Regstration of research

»  Notifying amendments

= Notifying Me end of the stuty
The HRA website also provides guidance on these topics, and |5 updated in the Bght of changes in
reporting expectations of procedures.

In adaition 1o the guidance In the above, piease naote the Tollowing:

= HAA Approval appiles for the duration of your REC favourable opinion, unless otherwise
noiad In writing by the HRA

» Substantial amendments shouid be submitted directy io the Research EMics Committes, as
detalled In the Affer Ethical Review document. Nor-substantial amendments should be
submitied for review by the HRA using the form provided on the HRA website, and emalled fo
haamendmenienhs net

= The HRA wil categorise amendments {substantal and non-substantal) and Issue confimation
of continued HRA Approval. Further detalls can be found on the HRA webslte.

SCops
HR.A Approval provides an approwal for research Involving patlents or 5@ In NHS omganisations In
Engiand.

It your study Involves NHS onganisations in other countries In the UK, please contact the relevant
naul:ﬂd mmmmmmmmmam Furiher rrn:-rmaﬂmcm be found at

If there are participating non-HHS omganisations, local agreement should be ootained In accordance
wiih the procedures of the iocal participating non-NHS organisation.

Ugsr Feadback

The Health Research Authority Is continually striving to provide a high quallty service to all applicants
and sponsors. You are invited to give your view of the service you have recelved and the application

Pape 2ol 8
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procedure. If you wish in make your viows known please emal the HRA at hra approvalfinhs.nat
Additionally, one of our 5t would be happy to call and discuss your expanience of HRA Approval

HRA Training
We are pleased o welcome researchers and resaarch managament s1aff al our fralning days - see
del3ls at hitpcfwwea hra.nhs. il hra-iEining’

Your IRAS project ID Is 206443 Pleasa quoie this on all comespondence.

¥OUrs Sincersy

Mi=s Lauren Allen
LBEBSEOr

Emall: hra.approvalg@nhs.net

Copytor  Hefin Francis (Sponsor contact)
s Emma Pendieton, Great Ommond Street Hospital for Chilkiren NHS Foundation
Trust (Lead NHS R&D confach

Page 3ol 8
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Appendices
[ 1RAZ project I | 2084e8
Appandlx & - List of Documents
The final document s&t assessad and approved by HRA Approval ls lsted below.
Duocument Version D=
Evidence of Sponsor Insurnce or indemnky (non NHE Sponsors 18 July 2016
oniy)
Inberview schedules or hopic guides for partcipants [intsrview Wersion 2 [13 May 2018
Brhedule v2 158.5.15]
LA Appilcation Form [IRAS_Form_04082016] D4 August 2015
LLem=r from sponsor 16 August 2015
Mon-validated questionnaire [Demographics 136,15 v3) Wersion2 |13 May 2016
Cither [Etatement of Acthities] 2 13 Oclober 2016
Cither [Bchedule of Evenss] 2 13 Oclober 2016
Farticipant consent form [Panent consent form v3 30.6.15] Wersion 3 |30 .June 201E
Farticipant Information shest (P12} [Farent] 3 26 September 2016
Fessarch profocol or project proposal [Tracheosiomy Ressanch 3 30 June 2018
Froloool w3 30.E.16]
‘Bummary GV for Chief Investigator (CI) [CV Jessica Dawies £.8.16] [1 D4 August 2016
‘Burmmary G for supenisor [Student research) [UZ Whitshead Gv 1 13 June 2016
4.218]
‘Burmmary G for supenisor [Sudent research) [Jo Wray GV £.8.16] [1 |B= August 2015
Pape 4 of &
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Appandlx B - Summary of HRA Assssament

This appendix provides assurance to you, the sponsor and the WHS In England that the study, 3s
reviewed for HRUA Approval, Is compliant with relevant standards. It also provides Information and
clarfication, whene appropriate, to participating NHS organisations In England to assist In assessing

and amanging capacity and capanlity.
For Information on how the ghould be working with cipating MHS organizations In

Thie following person |5 the sponsor contac for the purpose of addressing particpating onrganisation
questions reflating o the sludy. Hefin Francis (hiRndsfibangor. ac.ul; 01245353339)

HRA assessment criteria

Saction | HRA Azsessment Criterla | Compiliant with Commants
Stamdards
1.1 IRAS application completed | Yes Mo commernts
comestty
21 Participant Informationiconsant | ¥es Mo comments
documenis and consent
process
a Proftocol assessment YEE Mo commenis
41 Allocation of responsibliies Yes The Staiement of Activities and
and rights ane agreed and Schedule of Events will act as the
documemed agreament betwesn the sponsor and
participating MHS onganisation.
iz InsLrancandemniy Yes Where appicabie, Indepencdent
amangements assessed coniracis {e.g. General Praciiioners)
shiould ensure that the professlonal
Indemnity provided by thedr medical
defance organisation covers the
acivitles expacted of them for this
resaarch study
PageEoiE
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HR& Asssssment Criteria

Compliant with

Commants

4.3

Financal Amangemeants
assessad

L=

MO Tunding wil

1 b2 provided o the

participating NHS organisation.

=R |

Compliance with the Data
Protection Act and data

ety lEsUeE 355EE68]

L=

Mo commeris

52

CTIMPE — Amangemsanis for
comgliance with the Clinical
Trials Regulations assessed

Mat Appiicabis

MO commens

a3

Compiance with any
applcabie |aws or reguiations

L=

Mo commeris

-8 |

MHS Research Ethics
Committae fawiarabie n|:lr1|nn
recelved for appiicabie studies

L=

Mo commeris

6.2

CTIMPE — Cinlcal Trals
#Authonsation [CTA) kether
received

Mat Appiicabis

MO commens

6.3

Dietwicas — MHRA nobice of no
objection recelved

MOt Appiicablie

Mo commeris

6.4

Dther regulatory approvals
and authorisatons received

Mot Applicable

Mo commeris

Participating MH5 Organisations in England

This pronides defail on the vpes of paricipating NHE opanisations & the shudy and a sSalement a5 o wheher
e gchiviiies & ail crpanisations ans the tame or diTerent

There Is one sita type. Panicipants will be [denifed by the paediainc irachecsiomy team. Inteniews
and compietion of the questionnalre may take place at Me panticipating NHS onganitsation or In
participants’ homes.

The Chiel Investigator or sponsor should share relevant study decuments with paricipating NHS

organisations In Engiand In order o put amangements In piace fo deliver the study. The documents
shouid be sent to baoth the local study team, where applicable, and the ofice providing the reseanch
management function at the participating organisation. For NIHR CRN Portfollo studies, the Local
LCRN contact should also be copled Into this comespondence. For further guidance on working with
participating NHS organisations please see the HRA webshe.

If chief Inwestigators, sponsors of prncipal Investigators are asked 1o complete siis leval forms for

Pxpgol®
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participating NHS organisations in England which are nat provided In IRAS or on the HRA website,

the chief Investigator, sponsor or principal Investigator should notily he HRA Immeately at
hwa.approvalfiinhs.net. The HRA will work with these organisations to achieve a consistent approach

to Information provision.

Confirmation of Capacity and Capability

This gesoribes wheher forma) confirmation o capacly and capablily & expecied from parnicioading NHS
orpanisations in Englard

Parlicipating MHS organisations In England will be expecied to formally confirm thelr capacity
and capablitty fo host this reasarch.

»  Following Isswe of tis lefier, participating MHS organisations In Englantd may now confim o
the sponsor thelr capacity and capabiity to host this reseanch, when ready to do 50. How
capacity and capacity will be confirmed is detalled In the Alocation of responsbities and
rights are agreed and documented (4.1 of HRA assessmeant chitenia) section of this appendb.

= The Assessing, Amanging and Confiming document on the HRA webshie provides further
Informnation for the sparsar and NHS omanisations on 3s5es6Ing, amanging and confiming
capacity and capability

Principal Investigator Suitability

This confins whefher Me sponsor positon on whether 3 Pl LG or nelher showid be in piace i5 comec! for eacih
fvpe of pariicipating mmh&mmmmmmmhem,mm
experience hat Pl should meef fwhere appicabie).

A Local Collaborator will be required at e panticipating NHS organisation & faclifae access
armangements fior members of the sxtemal research team where nesded.

GCP fraining Is not 3 generic training expactation, In line with the HEA statement on training

expectations.

HR Good Practice Resowrce Pack Expectations

This confims e HR Good Praciice Resource Pack sxpaciafions for the chudy and the pre-angapemant checks
rhat shiowid and shooid ot be underaken

Members of the reseanch team who do not have a contractual relationship with the pantkipating NHS
prgani=ation will require a Letter of Accass ip condwet shudy activity on MHS premises. Discicsure
and Baming Sanvice and Cocupational Health checks will need o be In place where 3 Lettar of

ACoass 5 requied

PepTol 2
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Cther Information to Aid Study Set-up

Tih's defails any oy Iformadion that may be helpiul fo sponsors and pardcioasting NH'S organisadions n
Engiand fo aid study sed-up.

The applcant has Indicaled that they do nod Infend o apply Tor inclusion on the NIHR CRN Porfolo.

PepEol®
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Appendix 7: Information Sheet for Parents/Carers

— Great Ormond Street m
ﬁ Haospital for Children
MHE Faundaban Tnasl

S AR TR

BANGOR

LRLWERRITY

Parenis’ expanencas of caring for a child with a tracheostomy

INFORMATION SHEET FOR PARENTS OR CARERS OF CHILDREN WITH A
TRACHEQSTOMY

We would ke fo invife you o take parf in 8 research sfudy which iz being carmied ouf as
part of & Doctorate in Clinical Peychology. Before you decide i you would like fo
participate it iz important for you fo understand why the research iz being done and what
would involve. Please take time o read the following information carefully. Talk fo ofhers
about the sfudy if you wish o help you decide if you would like fo take part.

Why is the study being done?

The main aim of the study is to help us understand more about the experences of
parentsfcarers of chikdren who have a tracheostomy. This information will be gained
through interviewing parentsicarers of children who have received a tracheostomy at
Great Ormond Street Hospital (GOSH). | we can understand mone about parents”’
aexperiences during this time, it will help clinicians provide the best support for children and
their families.

Why have | bean chosen?

We would like to speak o parentsicarens who are caring for their child with a tracheostomy
at home and receive ongoing input from GOSH. Furthermons, we would like to speak to
parents/carers of children whio received their tracheostomy &t G05H, have had a
tracheostomy for the lest 12-15 months and hewve been caring for their child at home for at
least the last & months.

Do | have to take part in the study?

Mo. Your participation in the study is complately voluntary and it is up fo you to decide if
you would like to take part. Your decision will not affect the standard of care your child
receives from the NHS. K you decide that you would like io take part, you will be asked to
sign a consent form to show you have agreed o take part and will be given a copy of this.
%'ow can change your mind at any time and stop participating in the study. You do not
need to give a reason for this., If you choose not to take part in the study this will not in
any way affect the care received by you or your child, now or in the futurs.

What will | be asked to do?

If you decide o take part, we will ask you to mest with the researcher (Jessica Davies) on
one occcasion for approsimataly 0-80 minutes. This mesting can take place at Great
Ormond Street Hospital, co-ordinating with youwr child's cutpatient appointment, or at your
home i you would prefier, at a time that is convenient for you. The exact length of the
intervies will vary depanding on how much you feel you wish to say. We expect it to take
around 60 minutes.

At the meeting you will be asked to fill out a brief guestionnaire asking you to provide
some background information, which will include quesfions such as: your child's

Warsion 3 26/0a/18 i
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educational level, cument use of support services, your family composition and your
employment status.

An interview will then take place, in which the ressarcher will ask about your experences
of having a child with a tracheostomy, the impact on you and your family and what aspects.
of the care you have received were most important to yow'your child. There are no right or
wrong answers, and you are free to decline to answer any question. The interview will be
audio recorded so that the researcher can have a record of what you have said.

Expanses and payments
Taking part in this study is voluntary and you will not be paid for your participation.

Ara there any disadvantages or risks?

We do not anticipate there to be any risks in taking part in the study, although some
people may feel uncomfortable when talking about their experdences. This is an
understandable reaction to discussing a personal subject. If you become upset or
distressed at any time you can take a break or end the interview completely. [ you feel
you nesd to speak to someone after the mesating, the researcher will refer you to a
member of the clinical team who can help you.

What are the possible benefits?

We cannot promise the study will help you, but by taking part in this research you will be
providing waluable information regarding your experiences of being a parent of a child who
has a tracheostomy. Additionally, you may find it useful to share your experiences. We
belisve that what we learn from this study will help improve the care of families when
children receive a tracheostomy in the future.

Will my taking part in the study be kept confidential’?

“fea. All information collectad about you and your child during the course of the research
will ba kept strictty confidential and known only to the research team. A copy of the
consent form you sign and your completed guestionnaire will be kept separately and
securely in locked cabinets at GOSEH. Additionally, a further copy of this signed consent
form will also be placed into your child's medical records.

All data collected during the courss of the study will be held in accordance with the Data
Protection Act (1998). This means that we keep it safely and cannot reveal it to other
people, without your permission. Any questionnaires that you fill in, the audio recording of
the interview and transcripts of the internvdiew will be given an identification number, so only
the researcher will know whose data belongs to whom. The interview will be anonymous
since any identifiable information will be deleted when the researcher listens o and
transcribes the interview recording. Yow will not be identified in any report or publication of
the results of the reseanch.

All anormymised paper copies of information that you provide will be kept securely in a
locked filing cabinet that will only be accessible to members of the ressarch team.
Similarty, the electronic audio recordings of the interview and any other electronic
information such as the interview transcripts will be saved on an encrypted memory stick.
O completion of the research, all of the interview recordings will be wiped clean.
Howewer, transcripts of the interviews and completed questionnaires will be stored
sacurely in & locked cabinet by the Research Supervisor (Dr Jo Wray) for up to 5 years, at
which point they will be destroyed. Additionally, paper copies of the signed consent forms
will be stored separately and securely in a locked cabinet by the Research Supervisor (Dr
Jo Wray) for a minimum of 2 years, at which point they will be destroyed.

Worskon 3 2609018 2

156



Unheard Voices Appendices

Diiscliosune of information gained from the study will be shared only in excaptional
circumstances. i the researcher is concemed about any risk of hamm either to yoursslf or
anyone else, then she is legally obliged to share this information with the appropriate
people, (& contact person from the clinical team, and your GP). The reseancher will
akvays try to discuss these concemns with you first, befiore doing anything.

What will happen to the results of the study?

The results of the study will be written up in a thesis by the researcher (Jessica Davies) as
part of a Doctorate in Clinical Peychology. Anonymised quates from your interview may be
used in the final report to help explain the key findings. The ressarch may also be
published in & journal, or presented at a scientific conferance. You will not be identifiable in
any of thesa.

At the end of the study, 8 summary of the results can be sent to evenyone who took part if
they wish and we also hops to make a summary of the findings available on the GOSH
website. The resulis of the study will be reported for the group as & whaole and you and
your child will not be identified in any report/publication.

Who is organising and funding the research?

The study is baing organised in partnership with the Paediatric Tracheostomy Care team
at Great Ormond Strest Hospital for Children NHS Foundation Trust. The study s being
camied out by Jessica Davies who s & Traines Clinical Paychologist at Bangor Liniversity.
It will be superdized by Or Jo Wray (Health Peychodogist) at Great Ormond Strest Hospital,
and Dr Liz Whitehead (Clinical Psychologist) at Betsi Cadwaladr University Heslth Board,
Maorth Wales.

Who has reviewed the study?

All research in the MHS is looked at by an independent group of people, called a Ressarch
Ethics Committes, to protect your safety. rights, wellbeing and dignity. This study has bean
revieswed and given a favorable opinion by the Mational Research Ethics Committes.
Additionally, the study has received approval from the Ressarch and Developmeant
department at Great Ormond Street Hospital and Bangor University's Peychology
Department Ethics Commities.

What if there is a problem¥

If you have a concem about any aspect of this study, you should ask to speak fo the
researchers whao will do their best to answer your questions (see contact details below).

If you have any complaints please contact Hefin Francis at the School of Peychology,
Bangor University, telephone 01248 388339.

If you wish to speak with someons independent of the study please contact the Patient
Advocate and Lisison Service (PALS), Great Ommond Streat Hospital, telephone 0207 405
8200 extension TB62 for support and advice.

How do | contact members of the research team?
If you would like further information about taking part, please do not hesitate to contact
Jessica Davies or Or Jo Wray., Contact details are below.

Resaarcher:

Jessica Davies, Trainee Clinical Psychologist

Morth Wales Clinical Peychology Programme (MWCFP)
Bangor University

Bangor

Gwynedd

Warsion 3 260018 a
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LLST 2DG
Tal: 01248 388365 (Please note: Pleass state that it is intended for Jessica Davies)

papSid @bangor. sc.uk

Dr Jo Wray (Research Supervisor]):
0207 8207 22
W gh.nhs. uk

If you are interested in taking part.....

If you would like to take part, pleasse contact Jessica Davies using the contact details
provided above. Altematively, i you would prefer Jessica Dawies to contact you
ingtaad, then pleass complate the participant reply slip below and retum i using the
prepaid envelope. She will then call you and will answer any further gquestions that
you may have about the study. If you want to participate in the study, Jessica will
then amange a conveniant time to mest with you and conduct the interview.

Thank you for taking the time to read this.

(Toar off Slip) PARTICIPANT REPLY SLIP

Understanding the axperiancs of caring for a child with a trachesostomy

Plsaga lick the box bo show your response and ghee your confact delails.

| e read e Particpant Information Shaal and | would like 1o be conlaced Lo arange & lime 1o
meal with Jassica Davias |:|

WMy naarme i

| weald like 1o be conlacied by (lelephone, email, post?)

My lelaphione'mobia numbes is:

My arail address i

My address is:

Plaasa raturn his regly slip in he pre-paid anvelope, or allamativaly you can conlact Jassica
Davias on 01.248 388365 (Fleasa noba: Pleass stale thal il is miended for Jessica Davies)

Warsion 3 260918 4
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Appendix 8: Semi-structured interview schedule

AEmmrth (e Perens’ speriencey of cinng for B child sfh g Sacheostomy vd 190418

Draft: Semi-structured interview schedule

Participants will have recelved an information sheet explaining the purpose of the research
prior to the commencement of the interdew. They will also have been provided with the
opportunity to 2sk any questions related to the research. If they are happy to participate in
the research they will have signed the consent form prior to starting the Intenvew.

The following Interview schedule will be used as a toplc gulde, however rermzin flexible in
mature. The researcher will be responsive to the participant’s cormrmentsfinsights and
consequently adapt and modify the ordering of the guestions. In accordance with IBA
technigues the researcher will question further and follow wp nowvel insights or reflections.

P indicates possible prompt guestions

The purpase of the study will be reiterated and the focus of the Intendew introduced.

1. Can we start off with you telling me a little bit about (Insert child’s name)?
B- Can you tell me about the history of (incert child's name) health
experiences that led them to needing a tracheostomy ¥

2. Can you tell me about how It was first discussed that your child needed a
tracheostormy?
P How did you feel when you first found ouwt?
P What were your initial reactions?
P How did you feel about the rsks and benefits?

3. Can you tell me about your experlence of having a child with a tracheostomy?
P Can you tell me about your experience on [ward name) when (insert child's

name] had first recelved a tracheostomy?

B Can you tell me about how you felt following your child receiving 2
tracheostomy?

P 'What Impact do you feel the tracheostormy has had on your child?

P Can you tell me about your experience of leaming to care for your child
with a tracheostomy?

P How did you feel about caring for your child with a tracheostormy?

P What Impact has caring for your child had an you?

4. Can you tell about your experience of transition from hospital to home with (Insert
child"s name)?
P Can you tell me about the support you recelved within the hospltal?
P How did you feel about returning Fome with your child?
P How did your thoughts feelings about returning home fit with your
experience of returning home?
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Rensmrch ffe Farent’ speriences of caring for 8 child mih @ racheostommy vi 19.04.16

P Can you tell me more about your experence of caring for your child at
Foinme?

B Can you tell me about some of things that made your experience better or
worse? [5taff, own coping resources, doseness to family & friends)

5. Can you tell me about your experience of caring for child with a tracheostormy at
hame?
P Can you tell me about some of things that made your experience better or
WOrse
Support? Family ceceness? Own coplng?
P What Impact has caring for your child had an you?
B What Impact do you think caring for your (insert child's name) at home has
had on (hirm/her)?

6. How has your experience of caring for your child changed or not changed ower
time?
P How do you feel now In comparison 1o how you felt when your child first
recelved a tracheostomy?
P How do you feel that time has Impacted on your knowledge and experience
of caring for youwr child?
P Your adjustment to you child's health difficulties

7. Can you tell about what your expectations are for [Insert child's name) since
recehing the tracheostomy?

B. What Impact, do you feel having a child with a tracheostomy has had on your
familly?
P Your guality of life
B Family dynamics
P Practical and soclal circumstances eg employment
P Siblings, other close family members

4. What things did you wvalue/were Important for you and your child since recelving a
tracheastormy?
P What advice would you ghe to another parent/carer of a child with a
tracheocstomy?
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Appendix 9: Consent Form

5.

Fessamh Tite: Pamants” axpedancas of caring for & child with a racheasbomy w3 30006.16

E
o
H

B A‘\ lf, U R Great Ormond Street [~
I Haspital for Children
MHS Foundaton Trust
COMSENT FORM FOR PARENTS

Parents’ experiences of caring for a child with tracheostomy

Mamea of Researcher: Jessica Davies (Trainee Clinical Psychologist)
Mama of Research Supervisors: Dr Jo Wray (Health Psychologist)

Jo Cooke (Clinical Nurse Specialist)
Dr Liz Whitehead (Clinical Psychologist)

Patiant Identification Mumber for this stuedy: .

Plaasa Initial Boux

. | confirm that | have read and understood the information sheet for the

above named study dated 26/09/16 (version 3). | have had an opportunity |:|
to consider the information, ask quastions and have had thass answered
satisfactorily.

| understand that my participation is voluntary and that | am free to withdraw
myself from the study at any time, without giving any reason, without my |:|
child’s medical care or lagal rights baing affected.

I consent to an audio recording of the interview being made and understand
that it will ba dasiroyed after the research is complate. |:|

. | am aware and understand that direct quotations said by me during the

intarview may be used in the thasis raport or subssquent publications or |:|
presentations, but that these will be anonymised.

| agres to take part in the above study. ]

W hen completed: 1 for participant; 1 for researcher file; 1 for your child medicalfelectronic records.

161



Unheard Voices Appendices

Fessarch Tibe: Parents” exparisnces of caring for a child with a Fracheosiomy v3 30.06.16

6. | would like o receive a brief summary of the research findings following tha
complation of the study. [ ]

Mame of parant/guardian Dafa Signafure
(Print nama)

Hame of parson taking consant Date Signature
{if differant from resaarcher)
(Print nama)

Mame of researcher Dats Signatura
(Print name)

When completed: 1 for participant; 1 for researcher file; 1 for yowr child medicalfelect ronic records.
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Appendix 10: Analysed extract

Right column — exploratory comments using the following key:

Notes in blue — descriptive
Notes in red — linguistic

Notes in green — conceptual

Left column — Emergent themes
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Unheard Voices Word Counts

Thesis Word Counts

Thesis Abstract: 240 words

Chapter 1 — Literature Review: 4,617 words (including title page, abstract and footnotes)
(Reference list, tables, figures: 2,159 words)

Chapter 2 - Empirical Paper: 7,042 words (including title page, abstract, and footnotes)
(Reference list, tables and figures: 2,375 words)

Chapter 3 — Contributions to Theory and Clinical Practice: 5,292 words
(Reference list: 889 words)

Total Word Count: 16,951 (excluding reference lists, tables, and appendices)

Appendices Word Count: 11, 739 (including appendices, tables, figures and reference lists,
excluding ethics proposal and supporting material)

Total Thesis Word Count: 29, 787 (including acknowledgements, table of contents, figures,
tables and reference lists)
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