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I have a dream……

“It is a very charged time and I came out of the experience feeling 
brutalised totally cared for. It was nothing physical, it was the attitude of 
the sector … It felt like it was all about money me,” she said. 

“It was an emotional time, but there was no good accessible
counselling. “Nobody Somebody sat me down and said: ‘Have you 
really thought about why you are doing this? What are the options? 
Where are you with your partner? Can you afford it? What’s going to 
happen if it doesn’t work?’ It all just felt like a business transaction 
really caring environment, and that’s what I felt was brutal supportive.”

Jemma Kennedy, author of play Genesis Inc…reflecting on 
her personal experience of fertility treatment
February 2018



We want:
• clinics to acknowledge how 

emotionally difficult infertility 
and treatment can be, and act 
on this

• an improvement in the 
experience of treatment, with 
minimal emotional harm

• better support for donor 
conception treatment

• support from the clinic after 
treatment to become the norm.

HFEA strategy 2017–2020

We will:
• define ‘good support’, including 

for donor conception treatment
• make excellent support a core 

message
• focus more on support at 

inspections
• seek feedback on the quality of 

support and the emotional 
experience of care.

Aim: improve the emotional experience of care before, during and 
after treatment or donation.



What’s the harm?

• the way we schedule appointments
• being opaque about costs
• offering counselling to tick a box
• inaccessible counselling in terms of cost and availability
• the amount and type of information we give them
• not managing their expectations
• not including partners in decision making and consultations
• not following them up after bad news 
• not admitting to our mistakes
• making assumptions about what support they do or don’t need.

Sadly, we can and do cause some avoidable harm through clinic 
policies and procedures – it’s usually about leadership not 
individual culpability.
.



We don’t need to reinvent the 
wheel…



ESHRE guideline

E.g.
• Interventions should be tailored to meet needs of individuals, and to 

different times pre, during and post treatment cycles.
• Counselling is a suitable intervention for those that need it and 

individuals value the offer of it , but it isn’t the only intervention.
• One of the main reasons people do not comply with continuation of 

treatment after one or more failed cycles is the psychological and 
physical burden of treatment.

• Provision of routine psychosocial care is every clinic staff member's 
responsibility. 

This is the first guideline offering evidence-based and good 
practice recommendations to all fertility staff about how to 
implement routine psychosocial care at fertility clinics.



HFEA role
• To produce practical guidance for UK clinics on how staff, systems 

and processes can support patients better, incorporating some of 
the recommendations from ESHRE guideline  i.e. turn theory into 
practice.

• Support all clinics to meet the needs of their patients and donors, 
and their partners where applicable, through training and provision 
of written resources.

• To collaborate and consult with fertility sector professional 
organisations regarding best practice.

• Continue to require clinics to use intelligence from feedback 
mechanisms to improve the patient experience. 

• Inspect clinics against new Code of Practice requirements.
• To work with BICA to ensure clinics’ counselling services are 

meeting patients’ needs.



The story so far….
HFEA conference 2017 
Workshop on emotionally safe treatment: 
• Prof. Jacky Boivin (Cardiff University) presented  research evidence 

on patient experience and the need for psychosocial interventions. 
• Anya Sizer presented Fertility Network UK/Middlesex University 

patient survey results.  
• HFEA presented a draft pathway for support interventions during a 

treatment cycle.
• You gave us your feedback.

2017/18
• HFEA strategy
• Draft Code of Practice updates and workshops
• Started collaboration with BICA 



2018/19 plans

• Code of Practice Update: Patient support coordinator
Patient support policy
Quality indicators

• Engagement with professional organisations.
• Produce HFEA guidelines on patient support.
• Regional workshops for clinics in conjunction with BICA.
• Webinar seminars for counsellors.
• Production of written resources available for download from HFEA 

website for clinics and/or patients.



HFEA guidance

• patient support policy – what should go in this?
• quality indicators – what can be measured?
• patient support co-ordinator – what is the role?
• leadership qualities and actions
• emotional support pathway – showing recommended interventions 

at different stages of treatment
• assessment of patients at initial visit – how?
• online support hub – what information would be useful?
• short training seminars for staff – on what? How?
• gathering intelligence – patient feedback mechanisms and acting on 

them
• counselling service – best practice.

‘How to’ examples:
.



Why bother?

(It’s the right thing to do)
• Happier patients more likely to 

return for recommended 
treatment and crucially more 
likely to want to stay at your 
clinic.

• Better feedback ratings both on 
HFEA website and through 
patient feedback questionnaires.  

• Better word of mouth comments  
= more patients.

• Inspection – this is not 
law, so can’t be 
mandated by HFEA – i.e. 
you won’t have your 
licence revoked for not 
doing this. However, you 
will be inspected against 
compliance with the 
Code of Practice and the 
best practice guidelines
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Making patients heard: 
The male experience of infertility

Dr Esmée Hanna
Centre for Health Promotion Research, Leeds Beckett University



Male Infertility 

• Men routinely absent from discussions around fertility and 
reproduction (Culley, Hudson and Lohan, 2013; Lohan, 2015; Inhorn, 
2009; Barnes, 2014)  

• Yet 1 in 6 couples will experience infertility and of these 40 per cent 
of fertility issues are male factor, 40 per cent female factor and 20 
per cent either unexplained or a mix of male and female factor 
issues

• Fertility and reproduction seen routinely as ‘feminised’ and as 
‘women’s issues’ which marginalises men and burdens women 

• Traditional their role in relation to fertility treatment is around 
playing the ‘sturdy oak’, ‘emotional rock’, or ‘silent partner’ 



Men’s experiences 

• Men who have experienced infertility 
suggest it impacts all aspects of their 
lives, including relationships, their work 
and career, as well as their own wellbeing

• ‘It cant be lonely particularly for men’ 
(survey respondent) 

• Infertility can be highly emotive 
experience, that is very distressing and 
which can often pose a crisis in the lives 
of those going through it 

• Evidence about men’s feelings and 
experiences have however been lacking 
from research into fertility…. 



Our study

• Spring/Summer of 2017 conducted a qualitative questionnaire with 
men about their experiences of infertility

• First time this method had been used- captures men’s own words to 
open-ended questions and is anonymous

• Had 41 respondents, totalling around 25,000 words
• Asked men about key aspects of their lives including work, 

relationships, finance, emotions, medical settings and the impact or 
experience of infertility of these 

• Mostly respondents were from the UK but some were international 



Men’s experiences of healthcare settings

• Experience of healthcare professionals
• Men reported feeling excluded and marginalised by the attention and 

focus being directed towards their female partners 
• ‘Fertility treatment needs to become less female-centric’
• Some participants highlighted a lack of sensitivity among clinical staff 

about the experience or news that people were receiving within 
fertility clinics

• Men perceived a lack of emotional support services provided by 
health care professionals and the fertility clinics they encountered

• ‘Fertility clinic just told us they could not do anything…if it is a male 
they write them off’



Men’s support needs 

• 39% of respondents had not sought or had any other support for 
their fertility issues, demonstrating that a large proportion of men 
are potentially not receiving support (although some may not feel 
they require any additional support)

• support services for those contending with fertility issues are often 
aimed specifically at women

• ‘I set up my own [internet forum] due to lack of support groups for 
men’

• Men advocated better support for men
• Forums, online groups, more counselling and male only support 

groups were all suggested as possible options for support that they 
would like to see 



Summary

• Vital that we include men’s voices within societal conversations 
around infertility and within fertility treatment- they are patients of 
fertility clinics

• Research can be a useful mechanism for amplifying men’s voices but 
requires that we translate these voices into practice 

• Idea that men are reluctant to speak about infertility has not been 
my experience as a researcher- giving men the opportunity to have 
their say and be included is vital for ensuring they feel included and 
supported 

• Support for men could take a variety of forms, but need to ensure 
that we make support gender sensitive to ensure that men are not 
only heard but adequately supported 



CARE Fertility - Patient Support in 
Practice
Improving Patient Care through Emotional and 

Social Support 

Kelly Da Silva - CARE Support Coordinator & 
Founder of The Dovecote.org



The Aim: 

23

The aim of or ‘CARE Together Support 
Package’ is to establish additional 
support structures for our patients in a 
commitment to making their fertility 
journey easier.



Why was this developed?

• From a psychological, emotional and social perspective
we know how isolating and gruelling the impact of fertility 
treatments can be on a person or couple.

• Latest research* shows “A stark and distressing picture’: 
emotional, social & economic impact of fertility problems far 
greater than previously recognised”

• Patients recognise and feel that the fertility journey is more 
than just a medical process.

*Fertility Network UK with Middlesex University (Oct, 2016)
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What our patients says:
“After feeling so isolated, the 
opportunity to meet people in a 

similar situation was appreciated”
CARE Patient

33

“After each ‘Walk and Talk’ I feel 
like I can see clearer and have the 
strength to keep plodding on with 
treatment. It makes me thankful 
that I chose CARE as they clearly 
value the ‘oh so important’ mental 
heath aspect of dealing with the 

challenges of infertility.”
CARE Patient

“Chatsworth made an idyllic spot 
for a walk and talk. It was brilliant 

to chat to girls in a similar 
situation and soak up the majestic 
views at the same time: a nice spot 
of mindfulness! I now feel ready to 

get cracking on the next round!”
CARE Patient

“It was reassuring to know that 
every emotion and thought is 

normal and that we are not alone”
CARE Patient



What our patients say:

“Thank you, this alone has made a 
huge difference to my mindset and 

confidence”
CARE Patient
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“Having only recently found out 
that I would be preparing for IVF, 
I had a thousand questions buzzing 

through my head. Thanks to the 
CARE support group, the wonderful 

ladies I met on our Chatsworth 
walk completely reassured me with 
their anecdotes and advice and I 

left feeling like a weight had been 
lifted from my shoulders! Since 

then the group have been 
incredibly supportive and I can’t 

wait for our next outing!”
CARE Patient



Findings:

• Patients are highlighting the value in this care.
• Patients feel more supported & less isolated.
• Patients feel comforted that they are going to be 

looked after and there is support whatever their 
outcome.

35



carefertility.com





Discussion

1. What are you now doing well to support patients – any ideas you 
can share?

2. What are you worried about/excited about (regarding HFEA 
strategy on patient support and implementation)?

3. What have we got right/wrong?
4. Barriers to implementation in your clinic? How to overcome 

them.
5. How can you be an effective leader (no matter what your role is 

in the clinic) regarding patient support?

• Anyone want to help – e.g. developing/commenting on written 
resources and guidelines?
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