Teenage and Young Adult Cancer JLA PSP. Details of all questions discussed at the priority setting workshop, 19 January 2018

Uncertainty Explanatory note Rank of the |Evidence at time of PSP Comments on evidence
uncertainty at
the final
workshop.

What psychological support package |The top priority identified in this exercise reflects an 1 1) Muglia-Wechsler, A, Bragado-Alvarez, C, Hernandez-Lloreda, |These three reviews conclude that more research on
improves psychological well-being, increasing drive to focus on both physical and psychological Maria J. Effectiveness of psychological interventions intended to [psychological support interventions is needed.
social functioning and mental health health during and after cancer. It is increasingly recognised promote adjustment of children with cancer and their parents:
during and after treatment? that a cancer diagnosis has serious implications for young an overview. Anales de Psicologia.2014;30(1):94-104.

people’s mental health but this has yet to be systematically http://revistas.um.es/analesps/article/view/149161 ; 2) Archer

investigated and how these young people are best supported S, Buxton S, Sheffield D. The effect of creative psychological

is currently unknown. Example submissions: What is the most interventions on psychological outcomes for adult cancer

effective way to deliver psychological support to this patient patients: a systematic review of randomised controlled trials.

group? ~ What are the most effective ways of looking after Psycho-Oncology.2015;24:1-10.

young people with cancer from a mental health standpoint? ~ https://www.ncbi.nlm.nih.gov/pubmed/24953449 ; 3) Faller H,

What are the most effective strategies to limit the Schuler M, Richard M, Heckl U, Weis J, Kuffner R. Effects of

emotional/mental health consequences associated with psycho-oncologic interventions on emotional distress and

lengthy cancer treatments? ~ Living and surviving cancer - quality of life in adult patients with cancer: systematic review

what measures can be put into place to help people and meta-analysis. Journal of Clinical

psychologically live a filled life ~ Why is life so psychologically Oncology.2013;31(6):782-793.

hard to deal with after cancer? ~ What is the best way to http://ascopubs.org/doi/10.1200/JC0.2011.40.8922

support TYA during their treatment particularly in relation to

social relationships, employment and education ~ At what

point in the cancer journey is psychological support most

helpful?
What interventions, including self- It is well known that cancer treatments can have many side 2 Very broad area to search. Steering Group concluded

care, can reduce or reverse adverse
short and long term effects of cancer
treatment?

effects, some of which are long lasting and can be distressing
for young people, having a huge impact on their lives.
Reducing these side effects in the short and long term is high
priority. The young people at the workshop asked for
‘including self-care’ to be added to this question. They
thought ‘intervention’ referred to something that is ‘done to’
a person and were not aware that interventions could include
self-care. They wanted this to be made clear as it was
important to them to know what they could do to help their
recovery and reduce side effects of treatment. Example
submissions: What's the best way to avoid long-term
complications from treatment? ~ Can some of the damage
caused by the illness and treatment be reversed ? ~ What are
the best ways to help people with long term effects after
treatment.

that this question is unanswered.




What are the best strategies to
improve access to clinical trials?

It is well documented in commentary papers, that young
people are less likely to be involved in clinical trials than
children or adults. This has an impact on outcome, we now
need to describe and test strategies to improve access.
Example submissions: How can we improve uptake of clinical
trials in the TYAC population? ~ How do we improve access of
TYA to investigative therapies ~ How can we ensure that new
cancer drugs under trial do not exclude people's access by
thoughtless use of age boundaries which are not related to
the biology or social factors that determine the relevance of
the research?

No reviews identified.

What General Practitioner or young
person strategies, such as awareness
campaigns and education, improve
early diagnosis for young people with
suspected cancer?

Cancer in young people is hard to diagnose; it is rare and the
signs are often mistaken for other more common illnesses.
Raising awareness of the signs of cancer in young people is
important as this could improve time to diagnosis. Delay in
diagnosis in young people with cancer may be one factor
contributing to the lower reduction in cancer mortality rates
compared with children or older adults in recent years.
Example submissions: How can we get earlier stage diagnosis
for young patients? ~ How can we improve doctor
diagnosis/early referral of cancer in young people? ~ How do
we improve the diagnositic pathway for all young people to
ensure they recieve a timely diagnosis? ~ Do you think GPs
require more training to raise awareness of the possibility of
cancer when young people go to their Dr.? ~ The early
diagnosis | feel is difficult. How can the medical profession get
better at this with young adults ? ~ Should cancer awareness
be taught in school and be a compulsory part of the
curriculum- signs/symptomes, self examination.

Schichtel M, Rose PW, Sellers C. Educational interventions for

primary healthcare professionals to promote the early diagnosis

of cancer: a systematic review. Education for Primary Care.

2013;24(4):274-290.
https://www.ncbi.nIm.nih.gov/pubmed/23906171

The paper conludes: certain educational interventions
delivered at a clinician as well as at a practice level may
promote the early diagnosis of cancer in primary care.
There is currently limited evidence for their long-term
sustainability and effectiveness. This review is not
young-person focused.

What are the best ways of supporting
a young person who has incurable
cancer?

Some young people have a poor diagnosis from the outset.
There has been little previous research focusing on the
experiences of young people with incurable cancer. How best
to support these young people is currently unknown. Example
submissions: What are the best ways of supporting a young
person who has incurable disease? ~ How can you support
someone when they've just been told 'theres nothing more
we can do' what's the best words? ~ what do palliatve
services look like for this population - what are the gaps, what
do we know about how best to support patients

1) Barbara Gomes, Natalia Calanzani, Vito Curiale, Paul McCrone
and Irene J Higginson (2013) Effectiveness and cost-
effectiveness of home palliative care services for adults with
advanced illness and their caregivers. Cochrane Database of
Systematic Reviews.
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.
CD007760.pub2/full 2) Ngwenya N, Kenten C, Jones L, Gibson F,
Pearce S, Flatley M, Hough R, Stirling LC, Taylor RM, Wong G,
Whelan J. (2017) Experiences and Preferences for End-of-Life
Care for Young Adults with Cancer and Their Informal Carers: A
Narrative Synthesis. J Adolesc Young Adult Oncol. 6(2):200-212.
https://www.liebertpub.com/doi/10.1089/jaya0.2016.0055

1) Limited relevance for young people and does not
fully answer the question. 23 studies (14 cancer, 6 mix
of cancer/non-cancer patients, 3 non-cancer patients).
Median/mean age ranged from 53 to 77. 2) Review
states: there is little evidence focused on the end-of-life
needs of young adults. Analysis of reports including
some young adults does not explore experience or
preferences by age; therefore, it is difficult to identify
age-specific issues clearly. Further research is needed
focusing on the experiences and preferences of young
adults.
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What are the most effective
strategies to ensure that young
people who are treated outside of a
young person's Principal Treatment
Centre receive appropriate practical
and emotional support?

A Principal Treatment Centre (PTC) is a centre that specialises
in young people's cancer and in delivering care to this age
group. Depending on where a young person lives or what type
of cancer they have, they may be treated outside a PTC, such
as at a local hospital. For some young people, this may be
their choice, for example if they wish to be treated at a
hospital closer to their home. Young people treated outside a
PTC might not have the same access to support as young
people treated in a PTC; this question seeks to find out the
best strategies to ensure that they are supported. Example
submissions: How do ensure young people who receive their
treatment in hospitals other than principal treatment centres
receive appropriate practical and emotional support? ~ What
practical and emotional support do young people who are
treated in hospitals other than principal treatment centres
have access to? ~ Do young people who spend little or no
time in hospital during treatment receive any appropriate
practical or emotional support?

No reviews identified.

What interventions are most effective
in supporting young people when
returning to education or work?

It can be difficult for young people to return to education or
work following time off during treatment, they may feel
anxious about returning and/or they might be experiencing
tiredness or other physical effects of cancer and treatment.
Finding out the best ways to help young people return to
education or work is important to help them to live well
during and after cancer. Example submissions: How has your
diagnosis affect your education and what can we do to help ~
how do we support young people to return to education and
work? ~ What forms of assistance are most useful for young

de Boer Angela; G E M; Taskila Tyna; K; Tamminga Sietske; J;

Feuerstein Michael; Frings-Dresen Monique; H W; Verbeek Jos;

H; (2015) Interventions to enhance return-to-work for cancer

patients. Cochrane Database of Systematic Reviews.

https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.

CD007569.pub3/full

Limited relevance for young people: 15 studies,
included 7 breast cancer, 2 prostate, 1 head and neck
cancer. Particpants were 18 years+. 3 UK studies (all
breast cancer). Review concludes: We found moderate
quality evidence that multidisciplinary interventions
enhance the return to work of patients with cancer.

How can
parents/carers/siblings/partners be
best supported following the death of
a young person with cancer?

Families, friends and partners of young people with cancer
have identified a lack of support after a young person dies.
There is a need for support not to 'disappear' following the
death of a young person; the best way to provide continued
support is not known. Example submissions: What
bereavement support is most acceptable to parents who have
lost a young adult to cancer? ~ How can young people best be
supported after the loss of a sibling?

No reviews identified.
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What is the best method of follow-up
and timing which causes the least
psychological and physical harm,
while ensuring relapse/complications
are detected early?

Young people treated for cancer are at risk of late-effects.
These can vary from physical health effects, such as second
primary tumours, cardiovascular disease, effects on fertility
and growth to educational, behavioural and social problems.
Relatively little is known about the long-term consequences of
treatment and the need for long-term surveillance has been
identified in order to better characterise the late-effects
specific to this group. There remains a lack of consensus
regarding the optimal methods and timing of follow-up.
Young people and families describe anxiety about waiting for
scan results as well as worry about the physical effects of
scans. Example submissions: How important are the check
ups every 3 months? ~ What is the balance between scans for
reassurance and the damage they might do?

1) Cochrane review protocol: Beverley Lim Hgeg , Pernille
Envold Bidstrup , Trine Allerslev Horsboel , Susanne Oksbjerg
Dalton, Lena Saltbak , Randi Valbjgrn Karlsen , Klaus Kaae
Andersen and Christoffer Johansen (2016) Follow-up strategies
following completion of primary cancer treatment in adult
cancer survivors
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.
CD012425/full ; 2) Heirs M, Suekarran S, Slack R, Light K, Gibson
F, Glaser A, Hawkins M, Phillips R. A systematic review of
models of care for the follow-up of childhood cancer survivors.
Pediatric Blood and Cancer. 2013;60(3):351-356.
http://onlinelibrary.wiley.com/doi/10.1002/pbc.24253/abstract

The review protocol/review are not young person-
focused. Review concluded more robust evidence is
needed.

What targeted treatments are
effective and have fewer short and
long term side-effects?

Targeted treatment is a newer type of cancer treatment that
uses drugs or other substances to more precisely identify and
attack cancer cells. Cancer cells have changes in their genes
(DNA) that make them different from normal cells. These
changes mean that they behave differently. Cancer cells can
grow faster than normal cells and sometimes spread. Targeted
cancer treatments work by ‘targeting’ those differences that a
cancer cell has. Example submissions: Are there more target
treatment being developed that are better for the body's than
chemo? ~ Is it possible to find agents which have fewer short
and long term side effects?

10

Very broad area to search. Steering group concluded
that this question is unanswered.

What are the long term physical
effects of a cancer diagnosis and
treatment and how long do they last?

Young people experience many long-term physical effects of
cancer such as fatigue and pain which can have a huge impact
on their lives. How long these effects last for in young people
is unknown. Example submissions: Will my side effects go on
forever? ~ When will my body get back to normal after
treatment? ~ What issues are caused by
chemotherapy/radiotherapy treatment after completing and
how long do they last? ~ Will the treatment affect the patient
in adulthood? ~ What is the late effects burden of treatment
of TYA cancer? ~ Is there research being conducted to help
people with long term effects of treatment to know what to
expect?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

Ahmad S, Reinius M, Hatcher H, Ajithkumar T. Anticancer

chemotherapy in teenagers and young adults: managing long

term side effects
BMJ 2016; 354:i4567
http://www.bmj.com/content/354/bmj.i4567.long

Non-systematic review and does not address 'how long'
the effects last.
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What factors affect the time to
diagnosis and what outcomes are
affected?

Pathways to diagnosis have been well described in the adult
population. Less clear are the pathways for young people.
Example submissions: What signs and symptoms allow early
recognition if sarcoma in young people? ~ What are the routes
to diagnosis in TYA with cancer that are amenable to
improvement? ~ Why are GPs not picking up signs of cancer
in young people? ~ Have we concrete evidence delays impact
on survival (worse stage disease more metastatic disease etc)

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

Lethaby CD, Picton S, Kinsey SE, et alA systematic review of time

to diagnosis in children and young adults with cancerArchives of

Disease in Childhood 2013;98:349-355.
https://adc.bmj.com/content/98/5/349.long_

The majority of reviewed articles included childhood
and teenage populations, with seven papers including
patients aged 20 years or over. The conclusions drawn
from early diagnosis

research in children and young adults to date are far
from clear. This review highlights some limitations in
this research area. The vast majority of publications
lack a theoretical framework and

consequently the definitions used for key time intervals
and milestones are neither robust nor reproducible.

What can young people do to help
their recovery after chemotherapy or
radiotherapy?

Self-management has become a focus of care for young
people who have a long-term condition. This question
explores what young people can do to help their recovery, this
might include maintaining a healthy weight, eating well and
having regular exercise. Such behaviours can help improve a
person's sense of well-being as well as lowering the risk of
getting other illnesses and cancers. Example submission: How
can a patient help their recovery after chemo/radiotherapy

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

1) Cohen JE, Wakefield CE, Cohn RJ. Nutritional interventions for
survivors of childhood cancer. Cochrane Database of Systematic
Reviews 2016, Issue 8. Art. No.: CD009678. DOI:
10.1002/14651858.CD009678.pub2.
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.
CD009678.pub2/full ; 2) Braam KI, van der Torre P, Takken T,
Veening MA, van Dulmen-den Broeder E, Kaspers GIL. Physical
exercise training interventions for children and young adults
during and after treatment for childhood cancer. Cochrane
Database of Systematic Reviews 2016, Issue 3. Art. No.:
CD008796. DOI: 10.1002/14651858.CD008796.pub3.
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.
CD008796.pub3/full

1) The partipants had cancer under 18 years.
Conclusion: Due to a paucity of studies, and the
heterogeneity of the studies included in this review, we
are unable to draw conclusions regarding the
effectiveness of nutritional interventions for use with
childhood cancer survivors. 2) The participants were
under 19 years old, concluded effects of exercise not
convincing.

What key factors (both cancer and
individual) determine whether a
treatment plan for children or adults
will give better outcomes?

We have increasing knowledge about the role of genetics,
personal characteristics, and tumour biology. We are
beginning to understand more about therapies in relation to
this, but there is much we still do not know. Example
submissions: What are the clinically relevent differences in
drug metabolism in TYA from children which can guide
therapy choices? ~ My son was 14 and the question during
treatment was whether to use child or adult doses as there
was not much data on teensgers. Would like to see more
research on this area ~ What is the best way of integrating the
instances where the standard paediatric and adult
management of the same cancer (e.g. Hodgkin lymphoma)
differ? i.e. What is best for the TYA patient in this
circumstance? ~ How do we ensure that treatment is suitable
for the disease process/biology in a specific cancer in a TYA
patient in order that they receive optimum treatment?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.
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What are the best ways to support
young people getting back to
'everyday' life after treatment?

Finishing treatment can be a difficult time for young people,
the routine, people and support suddenly fall away. Moving
forward after cancer can be daunting and for young people
experiencing ongoing side effects, such as fatigue, getting
back to their 'everyday life' such as work or education can be
challenging. The best ways to support young people following
treatment are currently unknown. Example submissions:
What is the most effective way of not having to think about
the illness and just get on with life? ~ How can we best
support AYAs in their integration back to "normality" after
treatment ~ What are the best ways/techniques to help
young people integrate back into their normal lives after
cancer treatment? ~ What is the best way to help young
people come to terms with what has happened to them and
rebuild a life beyond cancer ~ How do | fit back into society
post treatment ?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

1) de Boer A; Taskila T; Tamminga S; Feuerstein M; Frings-
Dresen M; Verbeek J (2015) Interventions to enhance return-to-
work for cancer patients. Cochrane Database of Systematic
Reviews.
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.
CD007569.pub3/full ; 2) Ongoing study: CANTEEN- ReCaPTure
LiFe (Resilience and Coping skills for young People To Live well
Following cancer) is a new online support program for young
cancer survivors which enables them to share their experiences
with other young people and learn new ways to get back to
‘normal’ after cancer.
https://www.canteen.org.au/research/recapture-life/

1) Limited relevance for young people: 15 studies,
included 7 breast cancer, 2 prostate, 1 head and neck
cancer. Particpants were over 18 years. 3 UK studies
(all breast cancer). Review concludes: We found
moderate quality evidence that multidisciplinary
interventions enhance the return to work of patients
with cancer. This review only considers return to work
and not other aspects of returning to 'everyday' life.

How common is psychological
distress and/or mental health
problems in young people following
treatment?

Across the general population of young people there is an
increase in mental health issues. We might anticipate that a
cancer diagnosis may further impact upon a young person’s
mental health; however, we do not know the extent of this
problem. Example submissions: What are the risks mental
adverse health outcomes among survivors of TYA cancer ~
What is the long term psychological impact of having cancer
as a child/young person and what can be done to alleviate
negative impact? ~ What are the common emotional needs
during and following treatment? ~ How do we prevent the
high levels of mental illness seen in cancer survivors treated in
the TYA age group? What are the levels of mental illness in
this group post treatment? ~ What is the prevalence of PTSD
within cancer survivors? ~ is depression after cancer normal?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.

What is the most effective way of
supporting young people with
relapsed cancer?

We anticipate that a number of young people will relapse
from their primary disease. Although they have previous
experience of therapies, we do not know enough to plan
strategies of what might help them when facing more therapy
and further decisions. Example submissions: How can TYA's
and their families be best supported at the point of relapse ~
If relaps occurred how can we explain and support the patient
and the family?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.




What are the factors that should
determine stopping treatment when
the young person cannot be cured?

Open and honest communication at this time can be difficult;
we know that early conversations between the young person,
family members and professionals is crucial. A decision that
involves all these parties is essential, but what initiates that
conversation will be different for each young person: a young
person needs to be enabled to voice their concerns. Example
submissions: Appropriateness of treatment when patients not
going to physically improve. ~ How to decide when enough
treatment is enough?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.

What are the factors that predict life
threatening chemotherapy side
effects?

Life threatening side effects from chemotherapy could be
related to a specific diagnosis or treatment, but individual
factors also have a role, and we know less about these.
Example submissions: Why do some people react with life
threatening side effects to chemotherapy. l.e. Kidney failure,
swelling of brain, heart and lung damage

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.

At the end of treatment and during
long term follow up, what support
services improve psychological well-
being, social functioning and mental
health?

Late physical effects of therapies are well documented, but
we know less about which young people might be left with
psychological issues such as anxiety, Post-Traumatic Stress
Disorder (PTSD), or depression. As a result we know less
about how to support these young people. Example
submissions: What sort of support do TYA's really benefit
from at the End of Treatment ~ End of Treatment: what
additional psycho social supports are needed to support
young people following treatment? ~ How do we support
young people in recovery in the long term? ~ What support
would be useful for patients after cancer? ~ What are the
three most important ways young people can be supported to
integrate back into their peer group? ~ When should the
formal cancer support structures end and when should they
remain?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.




For young people with incurable
cancer, what methods, techniques or
strategies for communication can
help them to talk with their family
and friends about their situation?

Sharing information about prognosis is complex and
individual. It can be difficult for young people to talk with
family and friends; we need to explore what might help them
to do so. Example submission: How do | talk to family
/friends if | am palliative?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.

What are the most effective
strategies for engaging primary care
professionals (e.g. GPs) to listen to
young people?

Young people describe how difficult these encounters are, in
terms of how they talk with, and feel listened to by their GP.
We are yet to really understand all the complexities of this,
and therefore what would help and improve this experience is
not known. Example submission: Is there any way as young
people we can find a way for gp's to listen and not disregard
our concerns?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.

What interventions are most effective
in supporting young people who are
experiencing fatigue/tiredness when
returning to work or education?

We know quite a bit about fatigue, and what young people
describe as 'feeling fatigued', but what helps or makes it
worse we really do not know. Example submissions: What
can be done to support those going back to school/work when
suffering from significant fatigue? ~ Cancer can make you
change your life for the better. Is there any help for those who
want to go back to uni? Working and studying isn't an option
due to tiredness. ~ What is the best way to keep up with
education after a major surgery or when constantly fatigued?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

Chang CW, Mu PF, Jou ST, Wong TT, Chen YC. The effectiveness

of non-pharmacological interventions on fatigue in children and

adolescents with cancer: a systematic review. JBI Libr Syst Rev.

2012;10(10):574-614.
https://www.ncbi.nIm.nih.gov/pubmed/27820554

Not young people focused - Participants up to 18 years.
Suggests exercise is helpful in reducing fatigue but this
review is not focused on fatigue and returning to
education/work

What is the best treatment for brain
cancers to increase survival and
decrease toxicity?

There are some very specific short and long term effects from
therapies for those with a brain tumour, which can have a big
impact on how young people get to live their lives, for
example, in terms of employment, and the 'job' they can do as
opposed to what they wanted to do. More clinical trials, that
consider quality of life and survival, are required. Example
submissions: What is the best treatment protocol for
relapsed mixed germ cell brain tumour ~ What is the
recommended protocol for re-irradiation of the brain ? ~ Why
can we not find better and safer ways for treating brain
tumours without causing damage to young people? ~ What
treatments will cure aninoperable brain tumour? ~ Is there a
better way to deliver chemotherapy to brain tumours?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.
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What causes problems with cognitive
functioning (chemobrain), how long
do they last and what are the most
effective treatments and strategies?

‘Cognitive functioning’ means brain activities such as memory
and concentration. Problems with these things are often
called ‘chemobrain” which some people describe as feeling
spaced out, dopey and sleepy, struggling to concentrate and
remember things. The most effective ways of helping people
experiencing such problems and how long they last are
currently unknown. Example submissions: What is chemo
brain and how is it caused ~ Why does 'chemo brain' happen
and who is more likely to be susceptible to it? ~ How long do
the affects of chemo brain last? ~ Chemo Brain - Is there any
way of preventing it or treating it after main treatment? ~ Is
there going to be research of combating the effects of chemo
brain in young people to reduce side effects later in life? ~ Are
there any treatments/things that can help with 'chemo-brain'?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

1) Treanor CJ, McMenamin UC, O'Neill RF, Cardwell CR, Clarke
MJ, Cantwell M, Donnelly M. Non-pharmacological
interventions for cognitive impairment due to systemic cancer
treatment. Cochrane Database of Systematic Reviews 2016,
Issue 8. Art. No.: CD011325. DOI:
10.1002/14651858.CD011325.pub2.
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.
CD011325.pub2/full ; 2) Lindner OC, Phillips B, McCabe MG, et
al. A meta-analysis of cognitive impairment following adult
cancer chemotherapy. Neuropsychology. 2014;28(5):726-40.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4143183/ ; 3)
Hines S, Ramis MA, Pike S, Chang AM. The effectiveness of
psychosocial interventions for cognitive dysfunction in cancer
patients who have received chemotherapy: a systematic review.
Worldviews on Evidence-Based Nursing. 2014;11(3):187-193.
http://onlinelibrary.wiley.com/wol1/d0i/10.1111/wvn.12042/a
bstract

1) The review concludes: Overall, the, albeit low-quality
evidence may be interpreted to suggest that non-
pharmacological interventions may have the potential
to reduce the risk of, or ameliorate, cognitive
impairment following systemic cancer treatment. More
research is needed, particularly among cancer patient
groups other than women with breast cancer. 2) This
review does not answer how long it lasts, what the
causes are or what treatments are effecive. Just shows
‘chemobrain’' exists. 3) The review concludes: Despite
some evidence of an effect, there is insufficient
evidence at this stage to strongly recommend any of
the interventions to assist in decreasing the effects of
chemotherapy-related cognitive dysfunction, except in
terms of improving quality of life.

What are the best strategies for
detecting and treating second
primary cancers early?

‘Second primary cancer’ is a term used to describe a new
cancer that develops in a person who has had cancer in the
past. Follow up care has been well described, this, when in
place, offers one place for surveillance for new cancers, based
on diagnosis and treatment received. Follow up is not the only
route, knowledge the young person has about their diagnosis
can help them to be 'body aware', there could also be other
strategies we do not yet know enough about. Example
submissions: How can second primary malignancies be
detected early and treated? ~ How should people who have
have had cancer be screened for other cancers in the future?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

Cochrane review protocol: Beverley Lim Hgeg , Pernille Envold

Bidstrup, Trine Allerslev Horsboel, Susanne Oksbjerg Dalton,

Lena Saltbaek, Randi Valbjgrn Karlsen, Klaus Kaae Andersen and
Christoffer Johansen (2016) Follow-up strategies following

completion of primary cancer treatment in adult cancer

survivors
https://www.cochranelibrary.com/cdsr/doi/10.1002/14651858.

CD012425/full

Protocol for review - focus on adults with cancer, not
young people.
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For young people with incurable
cancer, how should healthcare
professionals communicate with
them to improve quality of life and
patient experience?

This question is complex, it is a very emotional time, requiring
excellent communication and listening skills. How information
is received is so individual. We do not know what works best
for young people, our only evidence comes from those
working with adult patients. Example submissions: What is
best practice for discussing palliative care options with young
adults and at what point in treatment should these
conversations begin? ~ What are the most effective ways of
discussing future treatment support options when cure is no
longer possible?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

1) Murray CD, McDonald C, Atkin H. The communication
experiences of patients with palliative care needs: a systematic
review and meta-synthesis of qualitative findings. Palliative and
Supportive Care. 2015;13(2):369-83.
https://www.cambridge.org/core/journals/palliative-and-
supportive-care/article/communication-experiences-of-patients-|
with-palliative-care-needs-a-systematic-review-and-
metasynthesis-of-qualitative-
findings/AC097FB89F89AEA04BF4563D4C888E6D ; 2) Barnes S,
Gardiner C, Gott M, Payne S, Chady B, Small N, Seamark D,
Halpin D. Enhancing patient-professional communication about
end-of-life issues in life-limiting conditions: a critical review of
the literature. Journal of Pain and Symptom Management.
2012;44(6):866-879.
http://www.sciencedirect.com/science/article/pii/S0885392412
002060 ; 3) Fawole OA, Dy SM, Wilson RF, Lau BD, Martinez KA,
Apostol CC, Vollenweider D, Bass EB, Aslakson RA. A systematic
review of communication quality improvement interventions for
patients with advanced and serious illness. Journal of General
Internal Medicine. 2013;28(4):570-577.
https://link.springer.com/article/10.1007%2Fs11606-012-2204-
4

1) Focuses on communication with other people e.g.
family, not just with health care professionals. Not
focused on cancer although many of studies included
participants with cancer. 2) Not young people-focused.
Review concludes: there is a clear need for further
research to lead to the evidence-based development
and rigorous evaluation of communication
interventions. 3) Most interventions addressed adult
mixed-illness populations, predominantly in an
intensive care unit setting, and focused either on
improvements in family meetings or better utilisation
of palliative care consultations.

What are the long-term physical
effects of stem cell transplants, how
long do they last and how could they
be reduced?

More information is clearly being sought, and is needed, for
young people to prepare for life after a transplant. Example
submissions: What are the lengths of hormone imbalances
after stem cell transplant? ~ What are the long term
implications of STEM cell transplants? Will the side effects get
better such as neuropathy or will the patient be left with the
side effects for life? What can be done to reduce these if so? ~
What are the long term effects of having a donor stem cell
transplant? ~ How long does the fatigue last after stem cell
transplant.

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.

For young people with incurable
cancer, how should parents/carers
communicate with them to improve
quality of life and experience?

Communication and sharing information at the right time is a
hallmark of good care. Young people with incurable cancer
need information to make the best decisions and to live their
life to the full. How parents/carers can best communicate
with young people will vary, and how they can be supported
and educated to do so we still do not know. Example
submissions: How is the best way to tell your child they are
not going to get better ~ How to approach the subject if end
of life care?

This was one of
the 20 questions
at the workshop
that fell outside
of the Top 10.
These were not
ranked in any
order of priority

No reviews identified.




What are the support needs of the Care for families following the death of a young person is This was one of [No reviews identified.
recognised to be important, but who needs what, when and | the 20 questions
from whom, we know less about. Example submissions: Why | at the workshop
is the family forgotten once a young person dies as this is the | that fell outside

family following the death of a young
person with cancer?

time they need the most support? ~ What are the of the Top 10.
bereavement needs of parents /carers following the death of | These were not
their young person/child ranked in any

order of priority
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