
Specialists working in the field of IEM regularly have to break bad news and manage  
difficult emotions. 

Even experienced clinicians can find this challenging. This information sheet aims  
to provide some examples and ideas to help you. 

However, every person with PKU will be different and the most important thing is to tailor 
your response to them. 

Managing Difficult Conversations with Patients

EXPLAIN the possible 
outcomes, including 
emotional ones

ASK about what  
could help them

Include information  
about GENETIC TESTING

Make a plan for SUPPORT

ASK about  
any concerns

“As we’ve already discussed, a high proportion of people won’t  
meet the criteria to have BH4. Some people find that they feel sad, 

frustrated or disappointed if this happens.”

“Is there anyone who 
you could talk to 

about this?”

“If your genetic test results show that BH4 will not be suitable, 
you won’t be able to move forwards to the trial. Some people 

find this particularly disappointing.”

“What would you like me  
to do to help you?”

“I am sorry that BH4 is not 
an option but there are 

other kinds of support that 
might be helpful.  

Is there anything else 
that you would like to 

work towards?”

“Do you have any particular worries or concerns about  
responsiveness testing, or about the result?”

Setting the Scene Before BH4 responsiveness testing

Finding Support For people who are struggling with emotions raised by their result

Let them know HOW they 
will be given the outcome. 
If it is possible in your service, 
offer a choice of how they 
would like to find out  
e.g. some people prefer  
a conversation over the  
telephone to getting  
results in a letter.

“It can take some time to get your results.  
As soon as we have them, we will send a letter to let you know 

the outcome. If you have any questions about the letter,  
you can contact us in the metabolic department.”

This might be:
• Friends
• Family members
• Members of the PKU community
• An existing counsellor or therapist

This might include:
• Providing more information about 

BH4 to address any questions
• Support to optimise dietary  

treatment without BH4
• Referral for support managing  

other PKU symptoms 
• Signposting to patient support 

group or organization
• Connecting with others who have 

had a similar experience
• Referral to team psychologist  

or local psychological  
therapies service



ACKNOWLEDGE  
their feelings too

ADDRESS any questions 
they might have

SIGNPOST if necessary

“I know that it is hard when a loved one is disappointed,  
when you really want the best for them.

“Is there anything you would like to ask about 
the process / results?”

To patient support group  
or organization, or to their GP.

Friends and Family Members 
Who are struggling with emotions raised by their result:

Draw the session  
to a close

This practical crib sheet is for HCPs who attended the ‘Managing Difficult Conversations  
with Patients’ training session delivered by Dr Lynne Aitkenhead. It is designed as a quick reference 
resource to remind you of the content covered in the session. With thanks to Dr. Aitkenhead  
for providing the content of this resource for all attendees.

“Can we leave it there?”

Ending

SUGGESTIONS for how to 
help their family member

Might include being there to listen, helping them to manage the trial, 
and helping to identify other goals if BH4 treatment is not an option.

Consider a course in counselling skills  
or supervision or consultation with a Clinical 
Psychologist.

Managing other people’s negative emotions 
is challenging work and can take a toll. There 
is an important role for self-care and support 
from supervisors or colleagues.

Ensure that the person with PKU remains your main focus and their voice is heard. Ask them before including  
others in the consultation.

Further DevelopmentSelf-care


