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INTRODUCTION METHODS

* Kilinefelter Syndrome (KS) is one of the commonest chromosomal aneuploidies yet | |« A fully digital patient passport was developed for patient and clinician education on
lack of awareness within the medical community and subsequent lack of patient the psychosexual impact of KS.

resources persists.

* Two plan, do, study, act (PDSA) cycles were performed over four months in a

- Management is often complex, requiring multi-specialty input including: urology, multidisciplinary Klinefelter clinic with psychosexual specialist input.

genetics, endocrinology, reproductive medicine, and psychosexual medicine. _ o _ _ _ _
« Both Patients and Clinicians evaluated the tool via questionnaire completion

including the System Usability Scale (SUS) and free-text questions on the positive
and negative aspects of the tool. Patients were additionally asked a series of
guestions about information provided in the KS passport.

« Patient passports are a tool that can be used to improve continuity of care and
enhance patient experience by condensing all relevant information within one

document.
. Psychos_exual |mr_)I|-cat|ons of KS include: dglayed ejqculgtloq, su b-fer’_ullty, erectile System Usability Scale Questions
dysfunction, low libido and gender dysphoria. These implications can impact
patients’ mental health and interpersonal relationships. 1. | think | would like to use the KS patient passport frequently
2. | found the KS patient passport unnecessarily complex
 We developed a patient passport to better support the psychosexual needs of KS 3. | thought the KS patient passport was easy to use
patients. 4. [ think | would need the support of a technical person to be able to use the KS patient
passport
5. | found the various functions in the KS patient passport were well integrated
RES U LTS 6. | thought there was too much inconsistency in the KS patient passport
/. | would imagine that most would learn how to use the KS patient passport very quickly
PDSA Cyc le 1 8. | found the KS patient passport very awkward to use
9. [felt very confident using the KS patient passport
*"@ 23 . 10.1 needed to learn a lot of things before | could get going with this system
4| Patient Results x Clinician Results
Mean SUS 81.7 +12.1 g MeanSUS77.5+8.7
IIIII Medlan SUS 87.5 IIIII Median SUS 75'0 ini Young Person's Clinic
Patient Information Resources Patient Information Resources -
Qualitative analysis of - Qualitative analysis of
A free-text responses: AR free-text responses: b e e T T
It is incredibly important to involve your partner in how you are feeling about
\ / \ " . What does a diagnosis of Klinefelter Syndrome mean for you? your diagnosis and, if relevant, your difficulties surrounding conception.
”i ncred SEd patient “i nfO 'm ative “ . . 2 InfOrmatlve We understand that your diagnosis has probably been a shock and has It can be useful to schedule non-sexual touch in your relationship to improve
: easy naV|gat|On ” brought with it a lot of confusion with lots Of information to absorb. We're here intimacy. You may then wish to build up to sexual touch at the pace that feels
Conven Ience” passport Content” passport Content \tf\cl)at;/r.y ane clearsome ofhatoryouand guide vou thiough evenysiep ot the :(ig:tr:\z;yaolzt.) like to watch the Meryl Streep film “Hope Springs” which is about
> / % / > j % / a couple on a journey of having help with sex. This may help you to talk about
A diagnosis of Klinefelter’'s can also affect your feelings about being a man, the feelings you're experiencing.
how you feel about your body, and how it functions. In this leaflet, we hope to
cover some of the more common questions that men may have. Some of the Communication and regular touch can really help with the libido difficulties
difficulties include: seen in Klinefelter's. Any form of touch increases the levels of oxytocin which is
/ llformattlng/ \ / . - \ / ”adding more deta“ On menta| \ - ety a hormone that can improve libido.
Tt e receilvi ng the : : : : . |SSU€S. related to receiving a diagnosis of Klinefelter’s Sexual Difficulties - What are the next steps?
accessibility . health and neurodiversity within KS i MU ST
. , | | passport earlier E oy i e b i
adj UStmentS / j SUCh as Iea rning d isa bi I itiES” / * Delayed ejaculation An.dro'gen supplementation also tends to improve erectile difficulties and low
The following information will try to address the questions you may have on RS
/ the sexual side of Klinefelter’s. However, any couple with a diagnosis of sub-fertility can experience sexual
‘Will I ever have kids?” d?fffcult?esl Bpth sub-fertiIiFy and a K!inefelter's diaghosis ca.n lead to |
PDSA Cycle 2 [ i o o it o s o A
The GSTT KS clinic has a psychosexual team who can introduce some of this
“Can I still have sex?” and signpost you to local services.
@ = ‘ Of course! Your sex life is an important part of your relationship and there are
o . 9. lots of things that you can do to improve sex for you and your partner.
4| Patient Results B> Clinician Results i bbbl
— “Can | get help for sexual problems?”
e GSTT has a psychosexual service where we look at both the physical and
emotional aspects of sex. If you live in London we can see you there and if not,
Mea n SUS 86.9 i 10.7 v\/ Mean SUS 80.3 ‘_I"15.2 then you canpﬁnd a local spicialist on www.ipm.org.uk, or)\//vww.cosrt.orq.uk. 46 47
You may also find www.relate.org.uk useful.
|I||| Median SUS 85.0 ||||| Median SUS 87.5
. . . Figure 2 Excerpts from the patient passport outlining psychosexual support for patients with Klinefelter Syndrome
Qualitative analysis of - Qualitative analysis of
A free-text responses: A free-text responses:
“increased patient 4 “informative “increased ease/ ‘cost effective” DISC U SS'O N
convenience” passport content” convenience”

> 4 e There is demand for the distribution of psychosexual information resources to patients
ahead of clinic attendance.

) i

useful info for \ “comprehensive &rdy/lengthy

e System usability was perceived as excellent by patients and good by clinicians
demonstrating the effectiveness of patient passports as a tool to improve psychosexual
support and knowledge in KS.

employers and GPs to information content”

%derstand KS better” / > /

s D 4 N\ M s e e Itisimportant to consider the high prevalence of neurodiversity amongst KS patients

technical difficulties ‘too complex for . . L
. : , obulation with when designing patient resources to ensure accessibility for all.
navigating passport” | linformation content” POP patients”

% R, > Y ﬁning disabilities”j

“too much

CONCLUSIONS

e Psychosexual difficulties are a common, but often neglected aspect of KS management.

Figure 1 Summary of patient and clinician results . : : .. .y
J yorp e I|tisimperative that all KS patients receive input from psychosexual specialists as part of

their ongoing care and have access to clear and comprehensive information resources for
THE INSTITUTE O advice and support.

PSYCHOSEXUAL

MEDICINE e Work is now in place to develop an app for enhanced usability.
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