
This is a repository copy of An environmental scan of patient resources: supporting 
women’s fertility preservation decisions before cancer treatment.

White Rose Research Online URL for this paper:
http://eprints.whiterose.ac.uk/103938/

Version: Published Version

Conference or Workshop Item:
Bekker, HL orcid.org/0000-0003-1978-5795 (2016) An environmental scan of patient 
resources: supporting women’s fertility preservation decisions before cancer treatment. In: 
Teenagers and Young Adults with Cancer Annual Conference, Manchester UK July 2016. 

eprints@whiterose.ac.uk
https://eprints.whiterose.ac.uk/

Reuse 
Unless indicated otherwise, fulltext items are protected by copyright with all rights reserved. The copyright 
exception in section 29 of the Copyright, Designs and Patents Act 1988 allows the making of a single copy 
solely for the purpose of non-commercial research or private study within the limits of fair dealing. The 
publisher or other rights-holder may allow further reproduction and re-use of this version - refer to the White 
Rose Research Online record for this item. Where records identify the publisher as the copyright holder, 
users can verify any specific terms of use on the publisher’s website. 

Takedown 
If you consider content in White Rose Research Online to be in breach of UK law, please notify us by 
emailing eprints@whiterose.ac.uk including the URL of the record and the reason for the withdrawal request. 

mailto:eprints@whiterose.ac.uk
https://eprints.whiterose.ac.uk/


An Environmental Scan of Patient Resources: Supporting Women’s Fertility Preservation 
Decisions Before Cancer Treatment

Mahmoodi N¹, Jones GL¹, Hughes J¹, King N², Velikova G², Bekker HL²…and on behalf of the Cancer, Fertility and Me project team
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There is a need for the development  of a resource for cancer services and women, 

to support decision-making about  fertility preservation. [1-2]

The Cancer, Fertility and Me project aims  to develop a patient decision aid (ptDA) to 

support women with cancer making fertility preservation decisions. [3]

This environmental scan is part of the identifying evidence to inform the 

development of the ptDA. [4]

The environmental scan aims to: 

Assess the quality of patient information and clinical guidelines for women being 

treated for cancer offered fertility preservation, by:

• Scanning open-access resources for women and professionals

• Synthesising and evaluating resources for ͚ĂĐƚŝǀĞ͛ ĚĞĐŝƐŝŽŶ ŵĂŬŝŶŐ ĐŽŵƉŽŶĞŶƚƐ

• Identifying evidence to inform content ptDA

Design: survey employing systematic review methods

Sample: open-access patient information or clinical guidelines

Searches:  (November-December 2015)

1. Google (Chrome) ʹ first 15 pages of hits from 10 unique search strategies, using 

combination of terms [cancer] [women] [treatment] [fertility preservation] 

[decision-making] [decision aid] [booklet] [information]

2. Repositories ʹ The Decision Aids Library Inventory, Trip, NHS Evidence, The 

National Guidelines Clearinghouse, Clinical Trials; terms [cancer] [breast] 

[leukaemia] [lymphoma] [gynaecological] [fertility preservation]

3. Decision Aid Experts ʹ SHARED-L distribution list; steering group expertise 

(resources/ prior research)

Inclusion Criteria:

Resources: a) woman treated for cancer; b) implications of cancer treatment(s) on 

fertility; c) describe fertility prevention options and consequences; d) provide 

explicit decision making statements and/or guidance.

Guidelines: a) raise awareness about fertility preservation; b) what  to discuss about 

fertility preservation options; c) when to discuss fertility preservation options; d) 

how to support the patient in shared decision making.

Data Extraction Sheet:

• Demographics

• Understand health problem (illness representation theory)

• Supporting active thinking (components)

• International Patient Decision Aid Standards (IPDAS 12 criteria)

The content and quality of resources varied. Only one resource met literacy 

standards.  Most patient resources were not designed to support decision making 

explicitly. Fertility preservation was largely explained within the infertility treatment 

pathway. Limited structures used to support active, unbiased reasoning between 

options in the context of treatment for cancer.

Future directions: 

There is a need for the development and evaluation of a ptDA that:

• Helps women to understand fertility preservation as part of reducing impact

of cancer treatment on fertility, in the long term.

• Includes structure to enable active reasoning about own values, risk

perceptions cancer treatment, and trade-offs.

Search results:

From screening  a total of 2751 potential records, 443 were identified. Once 

duplicates were removed, 158 records were assessed for eligibility. From these, 24 

patient resources  and 0  guidelines  were included for data extraction. 

Demographic information:

Understanding health problem:

Incomplete information about cancer and infertility problems. Causal links between 

cancer and infertility not explicit.

Descriptions:

Most described the treatment options (n= 18, 75%) about infertility, but not the 

decision about fertility preservation.

Describe infertility:

͞IŶĨĞƌƚŝůŝƚǇ ŝƐ Ă ƚĞƌŵ ǁŚŝĐŚ ĚĞƐĐƌŝďĞƐ ƚŚĞ ƐŝƚƵĂƚŝŽŶ ǁŚĞŶ Ă ĐŽƵƉůĞ ĂƌĞ ŚĂǀŝŶŐ 
ĚŝĨĨŝĐƵůƚǇ ŐĞƚƚŝŶŐ ƉƌĞŐŶĂŶƚ ;ĐŽŶĐĞŝǀŝŶŐͿ͘͟  ;ŝŶĨĞƌƚŝůŝƚǇ ĐĞŶƚƌĞͿ

Describe causal links cancer and infertility:

͞TŚĞ ŵĂŝŶ ƚƌĞĂƚŵĞŶƚ ĨŽƌ ĐĂŶĐĞƌ ĂƌĞ ĐŚĞŵŽƚŚĞƌĂƉǇ͕ ƌĂĚŝŽƚŚĞƌĂƉǇ͕ ƐƵƌŐĞƌǇ͕ ŚŽƌŵŽŶĂů 
therapy and targeted therapy. These treatments affect fertility by damaging the 

ĞŐŐƐ͕ ŽǀĂƌŝĞƐ Žƌ ǁŽŵď͖ ĂŶĚ ĂĨĨĞĐƚŝŶŐ ŚŽƌŵŽŶĞ ƉƌŽĚƵĐƚŝŽŶ͟ ;ĐĂŶĐĞƌ ĐŚĂƌŝƚǇͿ

Describe fertility after cancer:

͞ Iƚ ŝƐ ĚŝĨĨŝĐƵůƚ ƚŽ ƉƌĞĚŝĐƚ ĞǆĂĐƚůǇ ŚŽǁ ǇŽƵƌ ĨĞƌƚŝůŝƚǇ ǁŝůů ďĞ ĂĨĨĞĐƚĞĚ ďǇ ĐĂŶĐĞƌ 
treatment. Many specialist advise women to wait at least two years before 

ďĞĐŽŵŝŶŐ ƉƌĞŐŶĂŶƚ͕ ĂƐ ƚŚĞ ƉŽƐƐŝďŝůŝƚǇ ŽĨ ĐĂŶĐĞƌ ĐŽŵŝŶŐ ďĂĐŬ ĐĂŶ ůĞƐƐĞŶ ŽǀĞƌ ƚŝŵĞ͟ 
(cancer charity)

CŽŵƉŽŶĞŶƚ ƉƚDA͛Ɛ
Only 7 (41%) had 50% or more of the IPDAS quality components for a decision aid.
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